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PART I: INTRODUCTION TO THE PROTOTYPE INSTRUMENT

This volume of the Final Report of the Project to Design a Survey of Persons with
Developmental Disabilities presents the prototype instrument developed for the survey and
provides, module by module and question by question, detailed description and analytic
justification of the content of the instrument. This introduction discusses the purpose of the
prototype instrument, describes the instrument development process, reviews remaining design
issues, and defines various conventions used in the questionnaire. The second part of this paper
presents specific justification for each question. The prototype instrument is contained in the

third part.

A.  PURPOSE OF THE PROTOTYPE INSTRUMENT

The instrument developed for the National Survey of Persons with Developmental
Disabilities is consdered a “prototype.” That is, it isthe model for an actual survey instrument
to be administered in such a survey. Organized into twenty-two modules, it contains individual
guestions recommended to measure key aspects of the characteristics and life circumstances of
persons with developmental disabilities: demographic and household characteristics (including
income and income supports,) living arrangements and characteristics of the residential setting,
functiona status in the seven life areas, formal service utilization, reimbursement sources and
out-of-pocket expenses, informa support, and socia interaction and behaviors. Table 1.1 provides
an outline of the contents of the prototype instrument.

The prototype instrument differs from an operational instrument in a number of ways.
Firg, it is organized topically and screening questions intended for identifying persons eligible for

the full survey are imbedded within a number of modules. It is recommended that the survey



TABLE 1.1

INSTRUMENT MODULES

A.
B.
C.
D.
E.
F.
G
H
I

J.
K
L.
M
N.
0.
P.
Q
R.
S.
T
U
\%

LIVING ARRANGEMENTS/DEMOGRAPHICS
RECEPTIVE/EXPRESSIVE COMMUNICATION
LEARNING

MOBILITY.

SELF-CARE

INDEPENDENT LIVING

SELF-DIRECTION

EQUIPMENT/DEVICES
EMPLOYMENT/EDUCATION/OTHER DAY ACTMTY
CATEGORICAL CONDITIONS

HEALTH STATUS

MEDICAL AND HEALTH SERVICES

MENTAL HEALTH SERVICES

CASE MANAGEMENT SERVICES

FORMAL SUPPORT

LIVE-IN FORMAL SUPPORT

INFORMAL SUPPORT

SOCIAL INTERACTION/BEHAVIOR

CHILD MODULE: DEVELOPMENTAL MILESTONES AND BEHAVIOR
INCOME SUPPORT

FACILITIES MODULE: FORMAL STAFF SUPPORT
INTERVIEWER OBSERVATIONS




will be implemented using the National Health Interview Survey (NHIS) as the mechanism for
screening a national household sample to identify persons who are likely to be considered
developmentally disabled. Therefore, the screening questions would be consolidated into a
separate module for administration either as a supplement to the NHIS to identify persons for
alater followup survey (the recommended approach), or as the first section of a supplement to
screen persons who would continue with the remainder of the questions on the supplement. In
either case, there would be a separate set of screening questions, affecting the structure of the
remainder of the survey guestions.

Secondly, while the prototype instrument does not contain extensive batteries of questions
on every potential topic of interest to policy makers and researchers in the field of
developmental disabilities, it covers a broad range of areas and contains a large number of
questions.  In fact, it is considerably too lengthy to be administered in its entirety as a
supplement to the NHIS, and may be too lengthy even if administered as a separate followup
survey. Therefore, some selection among modules and/or questionsiis likely to be necessary for
operational purposes. The purpose of the prototype instrument was to provide a“menu” of the
recommended measurement approaches and questions for a variety of topic areas. The final
selection among these will depend upon the interests of the funding agencies and the priorities
among various policy issues and research topics at the time the survey is implemented, as well
as upon the resources available for the survey.

Further, the prototype instrument has been designed to address comparable issues for the
entire developmentaly disabled population, including young children and persons in various group
and/or institutional living arrangements. This is another area that may be affected by the

interests of the sponsoring agencies, the priorities among various policy and research gods, and/or



the level of funding available for the survey. If the focus of the survey were restricted to adults
or to persons living in their own homes (with family or friends or on their own) or in small
group settings (for example, those with fewer than S unrelated persons), certain modules of the
prototype questionnaire would be inappropriate as would some response categories on other
questions.!

Finally, while the prototype instrument was developed following a rigorous and thorough
process (as described in the next section), there are a number of measurement and other
methodological issues that need further investigation. These include ensuring that both self and
proxy respondents can understand and appropriately respond to the questions, investigating
aternative wording to help reduce potential response errors, confirming that a reliable set of
indicators have been developed for screening purposes, and developing a set of operational
procedures to identify and interview proxy respondents when necessary. These issues and
approaches to their resolution are discussed in Section C below.

Thus, while we expect the prototype instrument to provide both the framework for the
operational instrument for the National Survey of Persons with Developmental Disabilities and
to contain the maority of questions actualy used in such a survey, fina sdection of modules and
items within modules and the organization of the modules and questions will be made when the
sponsorship and level of funding for the survey are known. In addition, some changes to the
wording and format of questions may be made based upon further testing of the instrument, and
operational procedures for identifying respondents and conducting the interviews must be

specified.

10n the other hand, if there is greater interest in group arrangements for persons with
developmental disabilities, additional questions may be required to obtain information on
characteristics of those arrangements.



B. DEVELOPMENT OF THE PROTOTYPE INSTRUMENT

The prototype instrument was produced after extensive review of available instrumentation
and methodological literature and consultation with experts in the areas of substantive interest
aswell asin survey methodology. This section briefly describes the instrument devel opment
process.

The initial step in the development of the prototype instrument was to develop a list of
core topic areas for which data on persons with developmental disabilities are desired. Thislist
was initially developed based upon areview of the policy issues likely to affect this population
and the concerns expressed by a recent working group of the U.S. Department of Health and
Human Services (1988) about the lack of data upon which to base policy decisions. In addition
to obtaining reliable estimates of the number of persons with developmental disabilities in various
residential settings, detailed information on functioning, service use, and life experiences was
desired. Based on discussions with the Technical Advisory Group, a list of core areas was
developed (see Table 1.2).

The next step was to review existing instruments that contain measures in one or more of
the core areas. A wide variety of instruments were identified and reviewed, including
questionnaires from national statistical data collection efforts (such as the NHIS and the National
Medical Expenditures Study, among others), instruments used in studies of specific populations
similar to the target population for this survey (such as studies of persons with mental
retardation), and clinica instruments developed for assessment of individuals with developmenta
disabilities. A full list of the instruments reviewed is contained in Table 1.3.

At the same time, the methodological literature was reviewed in key areas, including the

reliability and vdidity of survey reports of hedth conditions, particularly embarrassing conditions,



TABLE 1.2

CORE DATA CATEGORIES FOR THE NATI ONAL SURVEY
OF PERSONS W TH DEVELOPMENTAL DI SABI LI TI ES

RESI DENTI AL ENVI RONVENT

Types of Living Arrangenents

Attributes/Institutional
Charact er

Residential Hi story

(Quality)

DEMOGRAPHI C CHARACTERI STI CS

Age

Sgex

Race

Marital Status

Family Structure (household
conposi tion)

I ncome (individual and househol d)

Participation in Federal Programs

Educational Attai nment

Identifiers

FUNCTI ONAL LI M TATI ONS

Types of Limtations
Self-care
Language
Learni ng
Mobility
Self-direction
I ndependent Living
Econom ¢ Sel f-sufficiency
Adaptive/Maladaptive Behavi or
Severity of Limitations
Age of Onset

FORMAL SERVI CE USE

Types of Services
Health and Medi cal
O her Formal Services
Equi prrent / Ai des
Quantity of Services
Need for Services
Paynment for Services
I nsurance Coverage
Source of Paynment
Qut - of - Pocket  Expenditures
(Satisfaction with Services)

PROVI SION OF | NFORMAL SUPPORT

Types of Support/Assistance
(including financial
contributions

Quantity of Support/Assistance

(Caregivers' Experiences and
Attitudes)

CATEGORI CAL  CONDI TI ONS

Condi ti ons
Primary diagnosis
Ot her di agnoses
Heal th Status

EMPLOYMENT STATUS

Labor Force Status

Typel/ Level of Support
Hour s/ Ear ni ngs



TABLE 1.2 (continued)

SOCI AL | NTERACTI ON/ | NTEGRATI ON (PARTI CI PATION IN OTHER REGULAR
DAILY ACTI VI TI ES)
Frequency/ Location/type of
I nteractions
Transportation node/ probl ens ( SUBJECTI VE WELL- BEI NG
Deci si on naki ng
Mal adaptive behaviors

Items in parentheses were deemed to have secondary priority for this design
effort



TABLE 1.3

| NSTRUMENTS REVI EVED | N DEVELOPI NG THE PROTOTYPE | NSTRUMVENT

National Health Interview Survey (1980-89); National Center for Health
Statistics.

Census Disability Survey; US. Departnent of Commerce, Bureau of the Census.

National Medical Expenditure Survey, National Center for Health Services
Resear ch.

Inventory for Client and Agency Pl anning (ICAP); Avail abl e through DLM
Teaching Resources, Allen, Texas 75002.

G ient Devel opnent Eval uation Report (CDER); State of California, Department
of Devel opnental Services, Health and Vel fare Agency.

National Survey of Consuners of Services for Individuals wth Devel opnent al
Disabilities; Tenple University/ The National Association of DD Councils.

A Managed Care Program for WrKki ng- Age Persons with Physical Disabilities;
Ofice of Research, National Rehabilitation Hospital.

Access WI m ngton Handi capped Survey; Gty of WImington, Delaware, Mayor's
Ofice of Community Affairs.

National Maternal and Infant Health Survey (Proposed 1990 Longit udi nal
Fol lowup); U S Departnment of Health and Human Services.

Survey of Inconme and Program Participation (SIPP)--1984 Wave 3 (Disability);
U S. Department of Conmerce, Bureau of the Census.

1978 Survey of Disability and Work; Social Security Admnistration.

Ainical Adaptive Behaviors Inventory: State of New Jersey, Division of
Devel opnental Disabilities.

M nnesota Longitudinal Study; Research and Training Center on Conmunity
Living, University of M nnesota.

The Uniform Data Set for Medical Rehabilitation: SUNY Buffal o, Research
Foundat i on.

Behavi or Devel opment Survey; Tenple University, Developnental Disabilities
Center.

The ICD Survey of Disabled Anericans--Bringing Disabled Americans into the
Mai nstream Conducted for the International Center for the Disabled by Louis
Harris and Associ ates,



TABLE 1.3 (continued)

Medi care Al zhei ner's Disease Denpnstration and Research Project; Mathematica
Policy Research, Inc.

Structured Training and Enploynent Transitional Services; Follow up Survey:
Mathematica Policy Research, Inc.

Transitional Enploynent Training Denonstration, Follow up Survey;
Mathematica Policy Research, Inc.




of health-related events such as medical care utilization, and of functioning status, particularly
disability status. The literature on the use of proxy respondents was also reviewed, as it is
expected that many if not most of the interviews for the National Survey of Persons with
Developmental Disabilities would be conducted with another person, in addition to (or instead
of) the developmentally disabled individud. (The bibliography appended to this volume contains
citations to the literature in these methodological areas.) The methodological literature was
used to identify potential measurement problems associated with key data items for the survey

and solutions that had been found to be effective in other studies, particularly in other large

national studies.

Next, a discussion paper was prepared for each data topic identified as a core item for the
survey. Each paper reviewed the data topic focusing on the dimensions or elements to be
measured and the analytic purposes for the data, discussed methodological and measurement
issues particularly associated with the data topic, provided an overview of measurement
approaches used in other instruments, and presented a set of recommendations for questions and
response categories to measure the various data elements. These discussion papers were
distributed to various members of the Technical Advisory Group and to other experts to be
reviewed and a summary of the recommendations was presented and discussed at a meeting of
the Group.

Comments on measurement approaches and particular survey questions and response
categories were compiled from the reviewers and used in the preparation of a draft instrument.
This draft instrument was then circulated for further comment at the same time a small pretest

was conducted.
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A total of eight individuals were selected for the pretest, including persons known to be
mentally retarded, some with another condition that may be, associated with developmental
disabilities (cerebra pasy), and others with a physica impairment (loss of limb) acquired late in
what is usually considered the developmental period. The selected individuals generally acted
as self-respondents, although parents and staff members were also interviewed as proxies. The
pretest was used to estimate the average length of the interview (about 90 minutes, ranging up
to 2.5 hours), to identify questions that were difficult for respondents to understand, and to
determine whether responses to the survey were consistent with what was known about the
individual from external sources (for example, that he/she was in a supervised apartment or in
a sheltered workshop, or that he/she had been diagnosed with mental retardation).

The comments from reviewers and the results of the small pretest were used in making
final revisions to the prototype instrument, which is contained in Part |11 of this volume. Not
all comments and concerns were able to be completely resolved and some of the issues raised
during the development process have been identified as particular areas needing further

investigation.

C REMAINING DEVELOPMENT ISSUES
Four issues in particular should be addressed further in the development of the instrument,
other than those associated with questionnaire length and coordination with the NHIS which

were discussed earlier. The remaining four issues are:

o

Reliability and accuracy of the screening criteria
0 ldentification of appropriate proxy respondents
0 ldentification of categorical conditions and disability status

0 Measurement of key service use

11



This section briefly reviews these issues and suggests approaches for their resolution.

1. Reliability and Accuracy of the Screening Criteria

The proposed screening criteria (based on limitations in functioning, categorical conditions,
and use of selected services) are reviewed in detail in an accompanying report (Thornton, et al.,
1990). The specific items and response categories proposed to operationalize the screening
criteria are indicated on the prototype instrument. However, a number of issues remain with
regard to these criteria. The screening criteria must be able to be administered reliably in the
survey format. Furthermore, if the NHIS is used as the screening vehicle, the screening
guestions must fit into a larger household survey in which proxy respondents are used
extensively. Even more importantly, further information is needed on the extent to which the
criteria as operationalized on the prototype instrument accurately identify persons who would
be considered developmentally disabled based on more complete clinical data. It is important
that the operational criteria screen in all or virtualy al individuals who would be considered
developmentally disabled. For that reason, the screening criteria proposed in the design and the
prototype instrument are very inclusive. But it is also important for operational and budget
reasons that the screening criteria not inappropriately include large numbers of persons who
would not meet any likely definition of developmental disabilities (for example, who have only
amild disability or one that is associated with aging).

These concerns suggest that two kinds of further development work are needed with
regard to the screening criteria.  First, it will be necessary to conduct interviews with a sample
of persons for whom externa data are available on the key elements of the screening criteria
and who could be classified a priori as having different degrees or types of developmental

disabilities. Analyses of the match between classifications of individuals based on responses to

12



survey questions and those based on externa evidence will identify potential groups that may be
underrepresented in the survey because of measurement problems. A second type of study
would involve administration of the screening questions to a diverse group of persons, including
individuals who would not be considered devel opmentally disabled under any criteria. Here the
focus would be on determining whether the screening criteria are too inclusive. Both types of
analyses would be supported by a pilot test that interviewed a sample of households that had
been “seeded” to include some persons known to be developmentally disabled (interviewers
would have no knowledge of the status of sample members prior to the interview). A pilot test
is essential to ensure that the screening criteria appropriately classify individuals, that is the
screening produces very few “fase negatives’ (tha is, developmentdly disabled persons who are
not identified by the survey) while keeping the number of “false positives’ to a minimum.
Under the recommended scenario in which the screening questions are included as a
supplement to NHIS and the remainder of the questions are administered as a followup survey,
it will be possible to finetune the selection of sample. In particular, analyses on data collected
on the supplement could be conducted to find the sample that best preserves the full set of
persons likely to be determined to have developmenta disabilities and minimizes the number
of other individuals who might pass the broadest set of screening criteria. For example, it may
be more efficient and equally reliable to require that only persons with two or more functional
limitations be included in the followup survey, rather than any person with a functional
limitation. Within the time that would normally elapse between the administration of the NHIS
supplement and of the followup survey, there should be sufficient opportunity for some of these

analyses to be conducted.

2. Identification of Appropriate Proxy Respondents

13



Because many individuals in the target population will have cognitive impairments and
some will also have substantial communication limitations, it is expected that proxy respondents
will be interviewed for a large proportion of the sample. This section discusses some of the
issues concerning the identification and use of proxy respondents that need further investigation.

There are three circumstances in which the issue of proxy respondents is relevant in the
National Survey of Persons with Developmental Disabilities. First, assuming that the NHIS is
used as a vehicle for administering at least the screening questions for the survey, the proxy
respondents used in the NHIS will provide some key information on other related household
members. Proxy respondents are permitted in the NHIS for children and for individuals who are
away from the household at the time of the interview or who are otherwise unable to participate
in the interview, provided that the proxy is an adult (age 17 or older) who is related to the
individual about whom they are reporting. Second, proxy respondents will be necessary or
advisable in the followup survey for screened household sample members who have substantial
cognitive, or communication limitations.  Thirdly, proxy respondents will probably be used
frequently among the sample of persons drawn from the supplemental facility sample frame, both
because that sampleislikely to include more substantially impaired persons and because contact
with staff members will be necessary to arrange access to sample members.

No matter under what circumstances a proxy respondent is used, there are concerns about
the accuracy and completeness of proxy responses. There have been a number of studies of
proxy response particularly with regard to health conditions, health events, and health-related
service use, with mixed conclusions. For example, in some studies (Kovar and Wright, 1973;
Haase and Wilson, 1972; White and Massey, 1981; Miller et al., 1986) proxies have been found

to underreport health events (such as illnesses) and health care utilization compared to self-
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reports, while others (Anderson et al., 1979; Cannell and Fowler, 1963) found no significant
differences. On the particular issue of reports of stigmatizing physical and mental conditions,
thereis also conflicting evidence; Miller et al. (1986) found that the agreement between self
and proxy reports of such conditions was lower than for other conditions, while Berk et al.,
(1982) concluded that the proxy reports can be closer to physician reports than are self-reports
of stigmatizing health conditions.

The lack of consstent findings of response biases associated with using proxy respondents,
combined with other evidence of significant response errors associated with self-reports from
persons with mental retardation (Sigelman, 1980, 1981, and 1982; Stephens, 1984), supports the
proposed design which presumes proxy responses. However, a more definitive study of the
effects of proxies on responses, with the target population and key measures from the prototype

instrument, would be desirable and could be included in pilot tests of the screening instrument.

3. Identification of Categorical Conditions and Disability Status

As noted above, there can be underreporting of stigmatizing conditions on surveys,
particularly when self-reports are relied upon. In particular, mental illness and mental
retardation are often not reported by individuals known to have these conditions (see Koegel
and Edgerton, 1982; Marquis et al., 1981)2, and proxy reports do not always solve this problem
of underreporting. Without external sources (such as clinical records or contact with agencies
serving respondents), it is likely that the survey estimates will undercount the proportion of

persons with developmental disabilities who are mentally retarded.

2This finding was replicated among the mentally retarded pretest respondents interviewed
for this project.
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In addition to problems identifying persons with particular stigmatizing conditions, reports
of disability status, particularly in the area of work-related disability, can be affected by a number
of factors, including differencesin expectations regarding capacity and work experiences among
persons of different ages (Haber, 1970; Greenblum, 1984), from different cultural backgrounds
(Linn et al., 1980), of different economic circumstances (Chirikos and Nestel, 1984), and in
different work environments (Nagi, 1976; Luft, 1978; Yelin et al., 1980).

These problems of accurate reports of categorical conditions and functional disabilities are
critical, not only to the estimation of key subgroups and description of important aspects of
individual life circumstances, but aso to the successful operationdlization of the screening criteria
for the survey. The pilot test recommended earlier would help assess the extent of these
problems in the target population, and suggest ways to modify questions and procedures that may

help alleviate them.

4. Measurement of Key Service Use

Another area in which accurate data may be difficult to obtain, from either self or proxy
reports, is in the identification of key services. Such services for the developmentally disabled
population include supported employment and community-based residential arrangements and
case management. By intent these services are designed to be as unobtrusive as possible and in
many cases to transition the individual to a life style as close to the norm as possible. In
addition, these services or programs may be known by a variety of local names and individuals
may not identify the services per se, but think of the individuals or specific agency with whom
they have contact. Therefore, it is likely to be difficult for respondents to indicate whether they
receive these types of services. This issueis of concern in its potential impact on screening as

well as on estimates of current service use.
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Again, apilot test with individuals about whom service use patterns are known would be
helpful in assessing the extent and potential impact of these reporting errors and perhaps in
devising alternative wording that may aid accurate and complete reports. However, without

access to agencies and/or program records as part of the survey, such errors are likely to remain

to some extent.

D. CONVENTIONS USED IN PROTOTYPE INSTRUMENT

The following conventions have been used in the prototype instrument:

o All capitals are used for instructions to the interviewer and for response
categories which are not to be read to the respondents

o The questions have been worded for self-respondents, with aternative
wording provided for proxy respondents

o Alternative words or phrases, to be read as appropriate, are shown in
parentheses

o Interviewer skip instructions are generally found in parentheses after the
numeric response code on the right hand side of the page

o Interviewer checkboxes are included and are given question numbersin the
instrument; these are not read to the respondents but are used by the
interviewer in determining appropriate paths through the questionnaire

o Certain questions are asked only of personsin particular age ranges or who
meet other qudifications;, an interviewer checkbox is generaly provided prior
to these questions which skip inappropriate respondents to other questions

o In some questions with lists of response categories, an “Other” response is
allowed with the instruction that the interviewer is to probe and record the
nature of the other response

o In questions with lists of response categories, there is generaly an instruction
at the top of the list indicating whether only one or more than one response
is dlowed

o Screening questions are marked (S) before the question number, with the
response categories which would identify an individua for the followup
survey indicated with an asterisk

17



0 Questions which appear in identical form on the NHIS Core Questionnaire
are marked (C) before the question number

E. OVERVIEW OF REMAINING SECTIONS

Part |1 of this volume contains a description of each module of the prototype instrument,
including an overview of the purpose of the module and a question-by-question discussion of
each item’s analytic purpose, notes on administration of the question (for example, reference
period, whether it is a screening item, what age range is applicable), and the source for the item
if it was adopted or adapted from a particular instrument.

Part 111 of this volume contains the prototype instrument.

18
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PART II: QUESTION JUSTIFICATION

MODULE A: LIVING ARRANGEMENTSDEMOGRAPHICS

This section obtains demographic and household information and determines the type of
living arrangement, including type of group residence, if applicable, and housing costs. Additional
questions on staffing, services provided, and other characteristics of group residences are obtained
in various sections throughout the interview and in a special section (U) at the end of the

interview.

(To some extent, the type of residence will be known from the sample frame

used--NHIS household survey or supplemental facility sample)) The data on demographic
household, and residential characteristics will be used in descriptive analyses and to create
subgroups for analysis.

Al1,A3-A4

ASa-b

Brief Description:

Anadvtic Purnose

Other Notes:

Source:

Brief Description:

Analytic Purpose;

Other Notes:

Household Composition

Obtains information on household composition which is used
in demographic analyses. Also provides information on formal
live-in staff.

The target sample member will be known from the NHIS
screening survey if this instrument is administered as the
followup survey. Otherwise, all questions are asked of all
individuals in the household or residence if a group facility.
(Samples may be drawn within large group facilities.)

NHIS Core Question (Al, with additional response categories)

Type of Croup Residence

Determines from respondent’s report the type of group facility,
if any.

Screening question; persons currently living in supervised group
resdences (including supervised apartment) would be dligible
for followup survey, if began living there prior to age 50. (It
is assumed that persons who begin in such residences at an
older age do so because of limitations associated with aging or
with impairments acquired in adulthood.)
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MODULE A: LIVING ARRANGEMENTS/DEMOGRAPHICS (continued)

ASc-e

A6

A7-A9

A10

Alla

Brief Description: Reimbursement Source and Out-of-Pocket Expenses for

Supervised Residences

Analvtic Response: Used to construct measure of public and private costs for

Other Note:

Brief Description:

Analvtic Purpose:

Other Notes:

Source:

Brief Description:

Analvtic Purpose;

Source;

Brief Description:;

Analvtic Purpose:

Other Notes:

services utilized by DD persons.

Asked only of persons currently living in a supervised group
residence.

Ownership Status

Determine assets and whether any housing costs (mortgage or
rent) are paid.

Asked only of persons not living in supervised group residences.

Modified from 1980 Census of Population and Housing.

Housing Costs

Amount of monthly mortgage, rent, or fees and what is
included in these monthly charges are used to describe total
housing costs. Information of services covered in rent also
assists in categorization of type of living arrangement.

Modified from 1980 Census of Population and Housing.

Participation in Residential Decisions

Used to describe level of functioning in area of Self-Direction,
and receipt of case management through agency.

Applicable to persons age 18 or older.

Brief Description: Waiting Lists for Group Residence

Analvtic Purpose: Used to assess unmet demand for residential services.
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MODULE A: LMNG ARRANGEMENTS/DEMOGRAPHICS (continued)

Allb-d

Al2

Al3-14

A15

Al6

Brief Description;

Analvtic Purpose:

Other Notes:

Brief Description:

Analvtic Purpose:

Source:

Brief Description:

Analvtic Purpose;

Source:

Brief Description:

Analvtic Purpose;

Source:

Brief Description:

Analvtic Purpose;

Source:

Previous Residence in Supervised Group Facility

Determines whether ever institutionalized and whether ever
received supervised residentid services.

Screening question; persons previously living in supervised
group residences, (including supervised apartment) would be
eligible for followup survey, if began living there prior to age
50. (It is assumed that persons who begin living in such
residences at an older age do so because of limitations
associated with aging or with impairments acquired in
adulthood.)

Education Completed

Used in demographic analyses.

Q.A12a from NHIS Core Question.

Race/Ethnic@
Used in demographic anayses.

NHIS Core Question.

Marital Status
Used in demographic anayses.

NHIS Core Question.

Household Income
Used in demographic analyses.

NHIS Core Question.
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MODULE B: RECEPTIVE/EXPRESSIVE COMMUNICATION

This section obtains information on functioning in the area of receptive and expressive
communication. It includes questions designed for screening on a national household survey
(questions B2 and BS). The questions in this section will be either asked of a proxy respondent
or answered by the interviewer on the basis of personal observation. Self-respondents will not
be asked these questions.

B1 Brief Description: Mode of Expressive Communication

Analvtic Put-nose: Used to describe mode of functioning and use of assistive

devices.
Other Notes: This section to be completed with proxy respondent or by
interviewer observation.
Source: Adapted from NCHS Minimum Data Set.
B2 Brief Description: Adequacy of Expressive Communication for Needs

Analvtic Purpose: Used to describe level of functioning.

Other Notes: Screening question; persons reporting any difficulty would be
eligible for the followup survey, dependent upon age.
Source; Temple Behavior Development Survey.
B3 Brief Description: Adequacy of Expressve Communication for Thoughts or Ideas

Analytic Purpose: Used to describe level of functioning.

Other Notes: Screening question; persons reporting any difficulty would be
eligible for the followup survey, dependent upon age.

Source; Temple Behavior Development Survey.
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MODULE B: RECEPTIVE/EXPRESSIVE COMMUNICATION (continued)

B4

B5

Brief Description:

Analvtic Purpose;

Source:

Brief Description:

Analytic Purpose:

Other Notes:

Source:

Mode of Receptive Communication

Used to describe level of functioning and use of assistive
devices.

Adapted from NCHS Minimum Data Set.

Adequacy of Receptive Communication
Used to describe level of functioning.

Screening question; persons reporting any difficulty would be
eligible for the followup survey, dependent upon age.

Temple Behavior Development Survey.
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MODULE C: LEARNING

This section obtains information on functioning in the area of learning. It focuses on
reading, writing, and quantitative reasoning skills, as well as determining current participation in
special education or needs or limitations in school attendance. The questions on special
education and school attendance, taken from the NHIS Core Questionnaire, are screening items
for the purpose of identifying members of a national household sample eligible for a followup
survey. This module is asked only of individuals age 5 or older. Questions on early intervention
services for younger children are included in Module M, questions M3-MS5.

Clb Brief Description:

Analvtic Purpose:

Other Notes:

Source:

Cc2 Brief Description:

Analvtic Purpose:

Other Notes:

Source:

c3 Brief Description:

Analvtic Purpose:

Other Notes:

Source:

Ability to write or use other mode of conveying information
by use of written language

Used to describe level of functioning, dependent upon age.
Applicable to persons age 5 or older.

Temple Behavior Development Survey.

Ability to read
Used to describe level of functioning, dependent upon age.
Applicable to persons age 5 or older.

Temple Behavior Development Survey.

Ability to perform arithmetic calculations
Used to describe level of functioning, dependent upon age.
Applicable to persons-age 5 or older.

Temple Behavior Development Survey.
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MODULE C: LEARNING (continued)

C5-C8 Brief Description: School attendance as affected by health or impairment

Analvtic Pumose: Used to describe limitations in usud life activities for children.

Other Notes: Screening questions (CS-C8); persons prevented from or limited
in attending school or needing special class or school would be
eligible for followup survey. Applicable to persons age 5-17.

Source; NHIS Core Questions (excluding C5a).

9 Brief Description: Condition associated with limitations in school attendance.

Analytic Purpose: Used to describe conditions causing limitations in usual life
activities for children.

Other Notes: Applicable to persons age 5-17.

Source: NHIS Core Questions.
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MODULE D: MOBILITY

This section obtains information on functioning in the area of mobility, including lifting and
carrying, insde and outside mobility, and use of stairs. These questions are asked of persons age
5 or older. Difficulty or inability to move around inside, outside, or on stairs are used as
screening criteria for the followup survey. Persons age 16 or older are asked about ability to
drive a car and to use public transportation with or without assistance or modifications.

D2

D3-D4

D5-D6

Brief Descrintion:

Analvtic Purpose:

Other Notes;

Source:

Brief Descrintion:

Analytic Purpose:

Other Notes:

Source:

Brief Description:

Analvtic _Purpose:

Other Notes:

Source:

Ability to lift and carry 10 pounds

Used to describe strength which is associated with capacity to
perform various manual tasks.

Applicable to persons age 5 or older.

Based upon questioning techniques used in ICAP, the Census
Disability Add-on, and SIPP.

Difficulty with insde mobility, with and without assistance or
equipment

Used to describe level of functioning.

Applicable to persons age 5 or older.

Screening question; persons unable to perform activity or
perform with difficulty with assistance would be €ligible for

followup survey.

Census Disahility Add-on.

Difficulty with stairs, with and without assistance or equipment
Used to describe level of functioning.
Applicable to persons age 5 or older.
Screening question; persons unable to perform activity or
perform with difficulty with assistance would be €ligible for

followup survey.

Census Disahility Add-on.
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MODULE D: MOBILITY (continued)

D7-D8

D10

D11

D12-D13

Brief Description:

Anavtic Pm-nose;

Other Notes:

Source;

Brief Description:

Analvtic Purpose:

Other Notes:

Brief Description:

Analvtic Purpose:

Other Notes:

Brief Description:

Analvtic Purpose:
Other Notes:

Source;

Difficulty with outsde mobility, with and without assistance or
equipment

Used to describe level of functioning.
Applicable to persons age 5 or older.

Screening question; persons unable to perform activity or
perform with difficulty with assistance would be €eligible for
followup survey.

Census Disability Add-on.

License or permit to drive

Indicates self-direction as well as degree of independence in
transportation.

Applicable to persons age 16 or older.

Ability to drive car with or without modifications
Indicates degree of independence in transportation.

Applicable to persons age 16 or older.

Use of public transportation, with or without assistance
Used to describe level of functioning.
Frame of reference = past month.

Census Disability Add-on.
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MODULE E: SELF-CARE

This section obtains information on functioning in the area of self-care (often referred to
as “activities of daily living” or ADL tasks). These activities or tasks include eating, bed/chair
transfer, dressing, bathing, taking medications, and toileting (including managing a catheter or
colostomy bag). Persons needing reminders or assistance in any of these tasks would be screened
eligible for the followup survey, depending upon their age. This section also contains questions
on use of specia equipment in these tasks and frequency of urinary and bowel incontinence.

El Brief Description: Performance of ADL tasks (eating, bed/chair transfer, dressing,
bathing) with or without assistance or equipment

Analvtic Purpose: Used to describe level of functioning, dependent upon age.

Other Notes: Screening question; persons needing human assistance would
be eligible for followup survey, dependent upon age.

Reference period = past week.

Source: Medicare Alzheimer’s Disease Demonstration and Research
Project.
E2 Brief Description; Administration of prescription medication, with or without
assistance

Analytic Puruose: Used to describe level of functioning, dependent upon age.

Other Notes: Screening question; persons needing human assistance would
be eligible for followup survey, dependent upon age.

Reference period = past week.
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MODULE E: SELF-CARE (continued)

E3-E4

ES

E6-E7

Brief Description: Mode of care of urinary and bowel needs

Analvtic Purpose: Indicates special equipment used in toileting.

Other Notes: Persons using bedpans or diapers only are assumed to depend
upon assistance in toileting; used as screening question
dependent upon age.

Reference period = past week.

Brief Description: Receipt of assistance in toileting

Analvtic Purpose; Determines whether assstance needed in toileting, for persons
using standard or modified toilet, and/or in managing catheter
or colostomy bag.

Other Notes: Used as screening question, dependent upon age.

Reference period = past week.~

Brief Description: Frequency of urinary and bowel accidents

Analvtic Purpose: Measures frequency of incontinence; used to describe level of
functioning.

Source: The 1990 Longitudinal Followup to the National Maternal and
Infant Health Survey.
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MODULEF: | NDEPENDENTLMNG

This section obtains information on functioning in the area of independent living (often
referred to as “instrumental activities of daily living” or IADL tasks). These activities or tasks
include preparing meals or snacks, doing light housework, grocery shopping, doing laundry, and
using the telephone). This section is asked only of persons age 12 or older and alow individuals
to respond that they do not do the activity because it is provided as part of residential services
or for other reasons. Information on the use of special equipment is also obtained. Persons
indicating use of human assistance on these activities would be screened digible for the followup

survey.

F2 Brief Descrintion: Performance of IADL tasks (meal preparation, housekeeping,
grocery shopping, laundry), with or without assistance or
equipment

Analytic Purpose: Used to describe level of functioning, dependent upon age.
Other Notes: Applicable to persons age 12 or older.

Screening question; persons needing assistance on these tasks .
would be digible for follow-up survey.

Source: Medicare Alzheimer’s Disease Demonstration and Research
Project.
F3-F5 Brief Descrintion: Use of telephone, with or without assistance

Analvtic Purpose: Used to describe level of functioning, dependent upon age.
Other Notes: Applicable to persons age 12 or older.

Screening question; persons needing assistance in looking up
telephone numbers would be €eligible for followup survey.
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MODULE F: INDEPENDENT LIVING (continued)

F6

Brief Description: Condition and age of onset of condition associated with

Analytic Purpose:

Other Notes:

Source:

funcational limitations
Used to describe heath conditions associated with limitations.

Refers to functional limitations in mobility, self-care, and
independent living -- the screening questions in those modules
would determine eligibility for the followup survey if the main
condition associated with the functional limitations occured
prior to age 22.

NHIS Core Question.
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MODULE G: SELF-DIRECTION

This section obtains information on functioning in the area of self-direction. Additional
measures of self-direction are found in Sections A (Living Arrangements/Demographics), |
(Employment/Education/Other Day-Activity), and R (Socid Interaction Behavior) (independence
in decision-making); E (Self-Care), F (Independent Living); O through Q (Formal and Informal
Support) (need for supervision), and T (Income Support) (representative payee for Social
Security checks). This section is asked only of persons age 18 or older, and contains questions
on guardianship and consent as well as on independence in handling money. All are used as
screening criteria to determine dligibility for the follow-up survey.

G2 Brief Descrintion: Legal guardianship

Analytic Purnose; Determines whether a legal guardian has been appointed by
the court.

Other Notes: Applicable to persons age 18 or older.

Screening question; persons 18 or older with lega guardian are
eligible for followup survey.

G3-G4 Brief _Descrintion; Consent for medical care

Anavtic Purnoses  Determines whether the individual is considered able to give
consent for medical care.

Other Notes: Applicable to persons 18 or older.

Screening question; persons 18 or older who do not give own
consent are eligible for followup survey.

Source: Adapted from the National Consumer Survey.
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MODULE G: SELF-DIRECTION (continued)

G5-G11 Brief Description: Money handling with or without assistance

Analvtic Purpose:

Other Notes:

Determines whether the individual handles financial transactions
(shopping, bill paying, banking) independently.

Applicable to persons age 18 or older.
Screening questions; persons 18 or older who do not select
own items when shopping, have help budgeting their money,

have help depositing or withdrawing money from a bank, or
must have checks co-signed are eligible for followup survey.
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MODULE H: EQUIPMENT/DEVICES

This section obtains information on the use of and out-of-pocket costs for specid equipment.
Equipment mentioned in previous questions can be coded here without asking. This section aso
obtains information on modifications in the residential environment that may be needed to
accommodate an individual’s physical or sensory disabilities. These items are measures of the
support needed to assist developmentally disabled personsto live asindependently as possible.

H1

H3,H5

H6,H8

Brief Descrintion:

Anavtic Pumose;

Other Notes:

Brief Descrintion:

Anadvtic Purnose:

Brief Description:

Anadvtic Purnose:

Source;

Equipment or devices currently or‘regularly used

Asked primarily as lead-in to question on costs, as use of
specific equipment associated with functioning obtained in
previous sections.

May be coded without asking if known from responses to
previous questions.

Out-of-pocket expenses for equipment

Total codts to individua or family of durable equipment (eg.,
wheelchair) and costs over 12-month period for other
equipment or supplies (e.g., diapers).

Structura modifications in current residence and whether
residence selected or remodeled specifically for those
modifications

Used to describe residential environment and to indicate type
of housing required for persons with developmenta disabilities.

List adapted from the 1978 Survey of Disability and Work.
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MODULE H: EQUIPMENT/DEVICES (continued)

H9 Brief Description: Whether any financia assistance received by individua or family
for making modifications

Analytic Pumose: Indicates whether any costs of modifications borne by individua
or family, to help construct measures of public and private
expenditures.
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MODULE It EMPLOYMENT/EDUCATION/OTHER DAY ACTIVITY

This section obtains information on usua mgor activity, including employment, education,
training, and other day activities such as keeping house or participating in a day program. A
number of these items are from the NHIS Core Questionnaire and can be used for direct
comparison with national statistics on limitations in mgor life activities. Other questions can be
used to calculate labor force participation in ways comparable to those for other national
datistic-s.

12-13 Brief _Descrintion: Whether individua’s own income is sufficient for basic needs
and for additional expenses

Analvtic Purpose: Description of adequacy of income, based on self/proxy
preception

Other Notes: Applicable to persons 16 years or older.
Reference period = last week

Source; University of Minnesota RRTC instrument.
14 Brief Descrintion: Current Employment Status
Anavtic Purnoses Used to indicate major life activity as basis for questions on
[imitations
Other Notes: Applicable to persons age 16 or older.
Source; NHIS Core Question.
I5-19 Brief Descrintion: Limitations in employment, kind or amount of work, or

housework (if applicable)

Analvtic Purpose: Used to indicate degree and type of limitations in major life
activities for adults and conditions associated with limitations.

Other Notes: Screening questions; persons with limitations in employment
(or housework) associated with DD conditions and/or those
occuring prior to age 22 would be eligible for followup survey.
Applicable to persons 16 years or older (NHIS restricts to age
17 or older).

Source: NHIS Core Questions.
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MODULE I: EMPLOYMENT/EDUCATION/OTHER DAY ACTIVITY (continued)

110-111 Brief Description: Employment/Job Search Activities

Analvtic Puruose: Measures labor force participation.

Other Notes: Applicable to persons age 16 or older.
Reference period = past 2 weeks.
Source: Based upon SIPP
113 Brief Description: Number of current jobs
Other Notes: Primarily used to administer next series of questions.

Applicable to persons with current job.
Applicable to persons age 16 or older.

114 Brief Description; Hours worked

Analvtic Purpose: Level of participation in employment activities, also used with
115 to, measure earnings and/or wage rate

Other_Notes: Asked for main and second job.
Applicable to persons age 16 or older.
Applicable to persons with current job.

Source; Based upon SIPP

115 Brief Description: Wage Rate and Pay Periods

Analytic Purpose: Used to measure earnings.

Other Notes: Asked for main and second job.
Applicable to persons age 16 or older.
Applicable to persons with current job.

Source: Based upon SIPP
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MODULE I:

116

117

118

119-120

EMPLOYMENT/EDUCATION/OTHER DAY ACTIVITY (continued)

Brief Description:

Analvtic Purnose:

Other_Notes;

Brief Description:

Anavtic Pumose;

Other Notes;

Source:

Brief Descrintion:

Analvtic Purnose:

Other Notes;

Source:

Brief Description:

Analvtic Puroose;

Other Notes:

Source:

Job Activities

Indicates occupation, frequently associated with such aspects
of job as skill requirements, fringe benefits, job security, and
promotion opportunities.

Asked for main and second job.

Applicable to persons age 16 or older.
Applicable to persons with current job.

Whether job is part of sheltered workshop, enclave, or other
DD program

Indicates type of training and support services provided to
persons with DD.

Screening question; persons employed through such programs
would be eligible for followup survey.

Applicable to persons age 16 or older.

Applicable to persons with current job.

Adapted from the Structural Training and Employment
Transitional Services Demonstration Program
Whether job is part of training program

Indicates type of training and support services provided to
persons with DD.

Applicable to persons age 16 or older.
Applicable to persons with current job.

Adapted from the Structural Training and Employment
Trangtiona Services Demonstration Program

Whether there is job coach

Indicates type of training and support services provided to
persons with DD.

Applicable to persons age 16 or older.
Applicable to persons with current job.

Adapted from the Structural Training and Employment
Trangtional Services Demonstration Program
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MODULE I: EMPLOYMENT/EDUCATION/OTHER DAY ACTIVITY (continued)

121

122-26

127

128

Brief Descrintion: Mode of and problems with transportation to job

Anavtic Purpose:

Other Notes:

Source:

Indicates use of formal and informal source of transportation
assistance and transportation barriers.

Applicable to persons age 16 or older.
Applicable to persons with current job.

Adapted from the Structural Training and Employment
Transitional Services Demonstration Program

Brief Description: Assistance from others in choosing current job

Analvtic Pumose;

Other Notes:

Source:

Used to indicate level of functioning in area of self-direction;
also indicates type of support services used by persons with
DD.

Applicable to persons age 16 or older.
Applicable to persons with current job.

Adapted from the Nationa Consumer Survey

Brief Description: Whether on waiting list for employment services

Analytic Purpose:

Other Notes:

Indicates unmet demand for sheltered or supported employment
services.

Applicable to persons age 16 or older.

Brief Description: Ever participated in DD Job Program

Analvtic Pumose: Primarily used for screening purposes.

Other Notes:

Screening question; persons previoudy participating in sheltered
or supported employment program would be eligible for
followup survey.

Applicable to persons age 16 or older.
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MODULEI:

I32a

I32b

135

EMPLOYMENT/EDUCATION/OTHER DAY ACTIVITY (continued)

Brief Description:

Other Notes;

Brief Description:

Anavtic_Purpose:

Other Notes:

Brief Description:

Analvtic Purpose:

Other Notes:

Brief Descrintion:

Anavtic Pm-nose:

Other Notes:

Current school enrollment

Primarily used to administer next series of questions.

Previous receipt of special education services

Primarily used for screening purposes.

Coded inapplicable if never attended school. Screening
guestions; persons previously receiving specia education

services would be eligible for followup survey.
Applicable to persons age 16 or older.

Current receipt of special education services
Indicates type of formal services used by persons with DD.
Screening question; persons currently receiving special

education services would be eligible for followup survey.
Applicable to persons currently enrolled in school.

Type of school: public/private, day/residential

Describes type of provider of specia education services.

Applicable to persons currently enrolled in school.
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MODULE I: EMPLOYMENT/EDUCATION/OTHER DAY ACTIVITY (continued)

136

137

139

140-41

Brief Description: Out-of-pocket expenses for education

Analvtic Pumose: Used to compute total private expenditures for persons with

Other Notes:

Brief Descrintion:

Analvtic Purnose:

Other Notes:

Brief Description:

Analytic Purpose:

Other Notes:

Source:

Brief Descrintion:

Analvtic Purnose;
Other Notes:

Source:

DD.

Applicable to persons currently enrolled in school.

Hours per week in school
Used to indicate amount of educational services received.

Applicable to persons currently enrolled in school.

Whether receiving vocational training as part of school
Used to indicate type of vocational services.

Applicable to persons currently enrolled in school.
Applicable to persons age 16 or older.

Adapted from the Structural Training and Employment
Transtiond Services Demonstration Program.

Participation in other job-related program
Used to indicate type of vocational services.
Applicable to persons 18 or older.

Adapted from the Structural Training and Employment
Transitional Services Demonstration Program.
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MODULE |: EMPLOYMENT/EDUCATION/OTHER DAY ACTMTY (continued)

143

145-147

148

Brief Description:

Analytic Purpose:

Other Notes:

Source:

Brief Description;

Analytic Pumose;

Other_Notes;

Brief Description:

Analytic Purpose:

Other Notes:

Participation in other educational services

Used to describe other- activities related to acquisition of
training or academic skills.

Applicable to persons 18 or older.

Adapted from the Structural Training and Employment
Transitional Services Demonstration Program.

Participation in adult day program

Indicates type and amount of other adult day services used by
persons with DD.

Applicable only to persons not currently attending school,

working, or in ajob-related training program.
Applicable to persons 18 or older.

Mode of and problems with transportation to adult day program

Indicates use of formal and informal source of transportation
assistance and transportation barriers.

Applicable only to persons not currently attending school,

working, or in ajob-related training program.
Applicable to persons 18 or older.
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MODULEI: EMPLOYMENT/EDUCATION/OTHER DAY ACTIVITY (continued)

149 Brief Descrintion; Provision of adult day activity as part of living arrangement

Analvtic Purpose: Used to describe residential setting and services.

Other Notes: Applicable only to persons not currently attending school,
working, or in a job-related training program.
Applicable to persons 18 or older.

150-151 Brief Descrintion: Reimbursement sources and out-of-pocket expenses for adult
day activity

Analvtic Purpose: Used to calculate public and private costs for services to
persons with DD.

Other Notes: Applicable to persons 18 or older.

152 Brief Description: Waiting list for adult day program

Analvtic Purpose: Used to assess unmet demand for adult day programs.

Other Notes: Applicable to persons 18 or older.
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J1

J2

MODULE J: CATEGORICAL CONDITIONS

This section obtains information on medical and other categorical conditions often associated
with substantial functional limitations. Certain conditions with an onset prior to age 22 will be
used as screening criteria for determining eligibility for followup survey.

Brief _Description:
Analvfic Purpose:

Other Notes:

Brief Description:

Analvtic Purpose:

Other Notes;

Ever diagnosed with or had conditions

Used to describe range of conditions associated with functional
limitations and developmental disabilities; also used to create
subgroups for analysis.

Screening question; persons with certain conditions (dependent
upon age of diagnosis or first appearance of symptoms) would
be eligible for followup survey.

Age when first diagnosed or had symptoms of each condition

Used to determine whether condition had an onset in the
developmental period, a prerequisite for defining developmental
disabilities.

Age of onset is not asked for conditions known to occur or be
present at birth. Screening question; persons with certain
conditions (dependent upon age of diagnosis or first appearance
of symptoms) would be eligible for followup survey.
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MODULE K: HEALTH STATUS

This section obtains information on general physica hedth, including subjective assessment,
health conditions and habits, and illness. This information would be used to describe health
status and health care needs.

K1 Brief Description: Subjective overall hedth status

Anavtic Purnose: Obtains individuad’s (or proxy’s) assessment of overal hedlth.
Permits comparison with national status.

Source; NHIS Core Question.

K2 Brief Description; Days in bed due to illness or injury

Analvtic Pumose: Bed days is a standard measure of hedlth status and illness and
can be compared with national statistics.

Other Notes: Reference period = past 12 months
Source; NHIS Core Question.
K3-K4 Brief Descrintion: Height and weight

Analvtic Purpose: Permit assessment of weight problems and comparison with
nationa norms.

Source: NHIS Core Question.
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MODULE K: HEALTH STATUS (continued)

K5

K6

Brief Description:

Analvtic Purpose;

Source:

Brief Description:
Analvtic Puruose;

Other Notes:

Current cigarette smoking behavior

Identifies persons who may be at additional health risk due to
smoking.

Census Disability Add-on.

Other health conditions

Identifies other significant health conditions or problems that
may affect individual’s functioning, service needs, and overall
quality of life.

Reference periods = currently and ever
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Lla-e

LIf-h

Lli-j

L2a-b

MODULE L: MEDICAL AND HEALTH SERVICES

Brief Descrintion:

Analvtic Purpose:

Other Notes:

Source;

Brief Descrintion:

Andvtic Purnose:

Other Notes:

Brief Description:

Analvtic Purpose:

Brief Descrintion;

Anavtic Pumose;
Other Notes:

Source:

Doctor and other medical care provider visits
Describes use of health care services by persons with DD.
Reference period = past 12 months

NHIS Core Question.

Reimbursement sources and out-of-pocket expenses for doctor
visits

Used to calculate public and private costs for services to
persons with DD.

Reference period = past 12 months.

Usual location of and mode of transportation to doctor visits

Used to describe use of transportation serivces and
transportation barriers to access to care.

Overnight hospital stays
Describes use of health care services by persons with DD.
Reference period = past 12 months.

NHIS Core Question.
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MODULE L: MEDICAL AND HEALTH SERVICES (continued)

L2c-e

L3a-b

L3c-e

L4a-b

Brief Description:

Analytic Purpose:

Other Notes:

Brief Descrintion:

Analytic Purpose:

Other Notes:

Brief Descrintion:;

Analvtic Pumose:

Other Notes:

Brief Description:

Analytic Purpose:

Other Notes:

Reimbursement sources and out-of-pocket expenses for hospital
stays

Used to calculate public and private costs for services to
persons with DD.

Reference period = past 12 months.

Menta health hospital stays
Describe use of health care services by persons with DD.

Reference period = past 12 months

Reimbursement sources and out-of-pocket expenses for menta
health hospital stays

Used to calculate public and private costs for services to
persons with DD.

Reference period = past 12 months.

Nursing home stays
Describes use of health care services by persons with DD.

Reference period = past 12 months.
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MODULE L: MEDICAL AND HEALTH SERVICES (continued)

Ldc-e

L5b-d

Brief Descriution: Reimbursement sources and out-of-pocket expenses for nursing
home stays

Analvtic Purpose: Used to calculate public and private costs for services to
persons with DD.

Other Notes: Reference period = past 12 months.

Brief Description: Dentist visits

Anavtic Purposer  Describes use of health care services by persons with DD.

Other Notes: Reference period = past 12 months.

Brief Descriution: Reimbursement sources and out-of-pocket expenses for dentist
vigits

Analvtic Pm-nose: Used to calculate public and private costs for services to

persons with DD.

Other Notes: Reference period = past 12 months.
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MODULE M: MENTAL HEALTH SERVICES

This section obtains information on the receipt and amount of psychologica and behavior
management services and on payment sources and out-of-pocket expenses for these services. -
This information will provide one component of total service utilization and expenditures. Note:
hospitalization for mental health reasons is addressed in Module L.

M1 Brief Descrintion: Contact with mental health professionals

Analvtic Pumose; Used to describe receipt/amount of psychological services, and
determines current involvement in MR/DD system.

Other Notes: Reference period = past month

M3 Brief Descrintion: Current use of early intervention services

Analvtic Pumose: Used to describe receipt/amount of early intervention services,
and determines current involvement in MR/DD system.

Other Notes: Applicable to persons birth through 5 years.
Reference period = past month.
Screening question; persons receiving early intervention services
would be eligible for followup survey.

MS Brief Description: Previous use of early intervention services

Analvtic Purpose: Used to describe receipt/amount of early intervention services,
and determines current involvement in MR/DD system.

Other Notes: Applicable to persons age 6 or older.
Asked about receipt of services when individual was younger
than 5 years. Screening question; persons receiving early
intervention services would be eligible for followup survey.
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MODULE M: MENTAL HEALTH SERVICES (continued)

M6

M7

Brief Descrintion:

Analvtic Purpose:

Other Notes:

Brief Descrintion:

Analvtic Purpose:

Counseling on work or family problems or with social
interactions in general

Used to describe receipt/amount of behavior management
services, and determines current involvement in MR/DD system.

Reference period = past month.

Reimbursement sources and out-of-pocket expenses for menta
hedth services

Used to construct estimate of total public and private costs for
services utilized by persons with DD.
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MODULE N: CASE MANAGEMENT SERVICES

This section determines whether the individual has a case manager or receives case
management services and whether these services are provided by a single agency for persons with
MR/DD. This information will be used to describe total system of services and current
involvement with MR/DD service system.

N1

N2a

N2b-d

Brief Descrintion:

Analvtic Purpose:

Other Notes:

&
c
=
Q
D

Brief Descrintion:

Analvtic Purpose:

Other Notes;

Brief Descrintion;

Analvtic Purpose:

Other Notes:

Receipt of case management services

Determines whether there is a case manager or someone
providing some case management Services.

Reference period = past 6 months
Screening question; persons receiving case management Services
from an MR/DD agency would be eligible for followup survey.

Based upon the University of Minnesota RRTC instrument.

Frequency of contact with case manager(s)
Used to describe amount of case management services.

Reference period = past 6 months.

Source of case management services

Used to describe whether a single agency provides case
management and whether any MR/DD agency isinvolved in
providing such services.

Screening question; persons receiving case management Services
from an MR/DD agency would be digible for followup survey.
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MODULE N: CASE MANAGEMENT SERVICES (continued)

N3 Brief Description: Receipt of case management services in past

Analytic Purpose: Used for screening purposes and to describe links with DD

svice system.

Other Notes: Reference period = past 5 years
Applicable to persons not currently receiving case management
services.

Screening question; persons receiving case management servies
from an MR/DD agency would be digible for followup survey.
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MODULE 0: FORMAL IN-HOME SUPPORT

This section provides information on the amount and type of formal services provided by
visiting providers (that is, paid or volunteer staff who do not live at the individual’ s residence).
This seriesis asked only of persons not living in group residences; see Section U for questions

specific to group residences.

01 Brief Descrintion;

Analytic Pumose:

Other Notes:

Source;

02 Brief Description:

Analvtic Purpose:

Other Notes:

Source:

03 Brief Descrintion:

Anavtic Purpose:

Other Notes:

Source:

Number of formal providers

Used to help guide the respondent through the grid and to
assess breadth of formal service network.

Not asked of persons living in group residences.

Adapted from the National Long Term Care Demonstration.

Employer

Used to determine whether an agency isinvolved in arranging
(and potentidly paying) for services.

Not asked of persons living in group residences.

Adapted from the National Long Term Care Demonstration.

Types of assstance provided
Used to describe type of formal services received.
Not asked of persons living in group residences.

Adapted from the National Long Term Care Demonstration.
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MODULE 0: FORMAL IN-HOME SUPPORT (continued)

04 Brief Descrintion: Amount of assistance

Analvtic Purpose: Used to determine total amount of formal services received.

Other Notes: Not asked of persons living in group residences.
Source: Adapted from the National Long Term Care Demonstration.
05-06 Brief Descrintion: Reimbursement sources and out-of-pocket expenses

Analvtic Pumose: Used to construct measure of public and private costs for
services utilized by persons with DD.

Other Notes: Not asked of persons living in group residences.
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P1

P3

MODULE P: FORMAL LIVE-IN SUPPORT

This section provides information on the amount and type of formal services provided by
live-in paid or volunteer staff. This series is asked only of persons not living in group residences,
see Section U for questions specific to group residences.

Brief Description:

Analvtic Purpose:

Other_Notes:

Source

Brief Descrintion:

Analvtic Purpose:

Other Notes:

Source:

Brief Descrintion:

Anavtic Put-nose;

Other Notes:

Source;

Number of formal providers

Used to help guide the respondent through the grid and to
assess breadth of formal service network.

Not asked of persons living in group residences.

Adapted from the National Long Term Care Demonstration.

Employer

Used to determine whether an agency is involved in arranging.
(and potentidly paying) for services.

Not asked of persons living in group residences.

Adapted from the National Long Term Care Demonstration.

Types of assstance provided
Used to describe type of formal services received.
Not asked of persons living in group residences.

Adapted from the National Long Term Care Demonstration.
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MODULE P: FORMAL LIVE-IN SUPPORT (continued)

P4

P5-P6

Brief Descrintion;

Analvtic Purpose:

Other Notes:

Source:

Brief Descrintion:

Analvtic Purpose:

Other Notes:

Amount of assistance
Used to determine total amount of formal serivces received.
Not asked of persons living in group residences.

Adapted from the National Long Term Care Demonstration.

Reimbursement sources and out-of-pocket expenses

Used to construct measure of public and private costs for
services utilized by persons with DD.

Not asked of persons living in group residences.
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MODULE Q: INFORMAL SUPPORT

This section obtains information on the sources, types, and amounts of informal care or
support received by the individual. It also identifies the members of the informal support
network by gender, relationship, and living arrangements and together with the formal services
providers, both visiting and live-in, describes the total set of support services received by the
individual. This section is applicable to all individuals regardless of whether or not they live in
group residential facilities. If the individual lives with a relative who provides care or support,
the amount of respite care provided in the last 6 months is obtained.

Q1 Brief Description: Number of caregivers

Analvtic Pumose; ldentifies size and composition of informal support network.

Other Notes: Applicable to all individuals, regardless of whether in group
resdentia facility.

Source: Adapted from the National Long Term Care Demonstration.

Q2 Brief Description: Relationship of sample member
Analvtic Purpose: Describes providers of informal support.

Other Notes: Applicable to all individuals, regardless of whether in group
resdentia facility.

Source; Adapted from the National Long Term Care Demonstration.

Q3 Brief Description: Gender
Analytic Purpose: Describes providers of informal support.

Other Notes: Applicable to al individuals, regardless of whether in group
resdentia facility.
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MODULE Q: INFORMAL SUPPORT (continued)

Q4

Qs

Q6-Q7

Q9

Brief Description:

Analvtic Puruose;

Other Notes:

Brief Description:

Analvtic Purpose:

Other Notes;

source:

Brief Description:

Analvtic Purpose:

Other Notes;

Source:

Brief Description:

Analvtic Purpose:

Other Notes;

Living arrangements vis-avis sample member

Describes providers of informa support and to identify informal
supportive living arrangements.

Applicable to al individuas, regardless of whether in group
residential facility.

Types of assistance provided
ldentifies services provided informally.

Applicable to al individuas, regardless of whether in group
residential facility.

Adapted from the National Long Term Care Demonstration.

Amount of assistance provided

Determines total amount of support services by ail providers,
formal or informal.

Applicable to al individuas, regardless of whether in group
residential facility.

Adapted from the National Long Term Care Demonstration.

Whether financial assistance provided
Identifies informal sources of financia suports.

Asked only of persons age 18 or older.
Applicable to ail individuals, regardless of whether in group
residential facility.
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MODULE Q:

Q10

Q12

Q13-Q14

Q15

INFORMAL SUPPORT (continued)

Brief Description:

Analvtic Purpose;

Other Notes;

Brief Descrintion;

Anavtic Pm-nose;

Other_Notes;

Source:

Brief _Descrintion;
Analvtic Pumose;

Other Notes:

Source;

Brief _Descrintion:

Analvtic Purpose:

Other_Notes:

Source:

Amount of financial assistance provided
Determines total amount of financial support.

Applicable to al individuas, regardless of whether in group
residentiad facility.

Provision of formal respite care

Determines whether live-in informal caregivers recelved respite
from forma providers.

Reference period = past 6 months
Asked only of persons receiving any informal care from
relatives living with them.

Medicare Alzheimer's Disease Demonstration and Research
Project.

Freguency/Amount of formal respite care

Describes amount of formally provided respite care.
Reference period = past 6 months

Asked only of persons receiving any informal care from
relatives living with them.

Medicare Alzheimer’'s Disease Demonstration and Research
Project.

Location of formal respite care

Describes whether respite care provided in the individual’s
home, in a foster home, or in a center or facility.

Asked only of persons receiving any informal care from
relatives living with them.

Medicare Alzheimer’'s Disease Demonstration and Research
Project.
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MODULE R: SOCIAL INTERACTION/BEHAVIOR

This section obtains information on the socia interaction patterns of persons age 5 or older,
including the number of visits per week (by telephone or in-person) with friends or family who
do not live with the individua and the proportion of friends who have disahilities, the frequency
of participation in social events or visits to various community facilities, whether staff took part
in these events or vigts, and whether any of the other participants were persons with disabilities.
Information is also obtained on transportation mode and problems, and on the individual’s
participation in decisons aboutleisure time activities.

These data can be used to measure the extent of social and community contact by persons
in various living arrangements, the degree of supervision and/or independence provided for
persons with DD in their leisure time activities, and transportation barriers or problems that may
exist. This section also asked for reports of incidence and frequency of socially maladaptive
behavior during the past month, for persons age 18 or older. (Data on behavior problems for

younger personsis obtained in Section S.)

R2-R3 Brief Description: Freguency of calls or visits with family and friends

Analvtic Purnose: Describes degree of social contact.

Other Notes: Asked of persons age ‘5 or older.
Reference period = past week

RS Brief Description: Location of and transportation to visits

Analvtic Purpose: Describes use of transportation services and transportation
barriers for socia activities.

Other Notes: Asked of persons age 5 or older.

Applicable to vidts in another person’s residence and in public
places.
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MODULE R: SOCIAL INTERACTION/BEHAVIOR (continued)

R7

R8a

R8b

R10

Brief Description:

Analvtic Pumose:

Other Notes:

Brief Description:

Analvtic Pumose:

Other Notes;

Brief Description:

Analvtic Purpose:

Other Notes:

Brief Description:

Analvtic Purnose:

Other Notes;

Number of friends, with and without disabilities

Describes total size of friendship network and degree to which
the network provides socia interaction with nondisabled
persons.

Asked of persons age 5 or older.

Participation in socia eventgcontact with community facilities

Describes degree of social contact and participation in
community  events.

Reference period = past month
Asked of persons age S or older.
Participation as part of group and/or with friends with and -
without disabilities

Describes degree of supervision provided for leisure activities
and opportunities for social interaction with nondisabled

persons.

Asked of persons age S or older.

Transportation to events

Describes use of transportation services and transportation
barriers for socia activities.

Asked of persons age 5 or older.
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MODULE R: SOCIAL INTERACTION/BEHAVIOR (continued)

R11

R13-R14

Brief Description:

Analvtic Purpose:

Other Notes:

Source:

Brief Description:

Analvtic _Puruose:

Other Notes:

Source:

Participation in decisions regarding leisure activities
M easures one aspect of self-direction.

Asked of persons age 5 or older.
Screening question; persons for whom someone el se chooses

leisure activities, dependent upon age (for example, age 16 or
older), would be eligible for followup survey.

Adapted from the National Consumer Survey.

Incidence and frequency of socidly maadaptive behaviors

Describes behaviors thatmay indicate emotiona disturbance and
behavior problems as a secondary disability for persons with
DD; these problems may pose significant barriers to more
independent employment and living arrangements and require
closer supervision of the individud’s activities.

Applicable to persons age 18 or older; related questions for
younger persons are in Module S.
Reference period = past month

Adapted from the Temple Behavior Development Survey.
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MODULE S- CHILD MODULE: DEVELOPMENTAL MILESTONES AND BEHAVIOR

This section obtains information on the physical, cognitive, and social development of
children up to age 17. Questions S1 through S50 provide data on the development/functioning
level of young children through age 4, including evidence of behavior problems. QuestionsS51
through S82 obtain information on behavior problems for older children age 5 through 17;
information on functioning in the seven life areas is obtained, as appropriate for children of

various ages, in earlier modules.

$1-850

S50a-j

S51-S82

Brief Descrintion:

Anavtic Pumose;

Other Notes:

Source:

Brief Description:

Anavtic Pumose;
Other Notes:

Source:

Brief Descrintion:

Analvtic Purpose:

Other_Notes:

Source:

Socia/Cognitive/Development (young children age O-4)

Used to describe functioning (achievement of age appropriate
developmental milestones) for young children.

Applicable to persons age 4 or younger.

Adapted from the 1981 Child Hedlth Supplement to the NHIS.

Behavior Problems (age O-4)
Used to describe maladaptive behavior for young children.
Applicable to persons age 4 or younger.

Adapted from Health and Developmental Status section of
1990 Longitudinal Followup to the National Maternal and
Infant Health Survey.

Behavior Problems (age 4-17)
Used to describe maladaptive behavior for older children.
Applicable to persons age 4 through 17.

Adapted from the 1981 Child Hedlth Supplement to the NHIS.
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MODULE T: INCOME SUPPORT

This section obtains information on receipt of income support through various public
programs, including SSI, other Social Security benefits, Medicare, Medicaid, Food Stamps, and
General Public Assistance. It also contains screening questions for the purposes of identifying
persons who would be administered the full set of questions in a followup survey.

T1 Brief Description:

Anavtic_Purpose:

Source:

T2 Brief Description:

Analvtic Put-nose:

Source:

T1b,T2b Brief Description:

Analvtic Purpose:

Other Notes:

Receipt of Supplemental Security Income

Used to construct measures of public expenditures for persons
with DD.

Adapted from SIPP.

Receipt of Socia Security Payments

Used to construct measures of public expenditures for persons
with DD.

Adapted from SIPP.

Representative Payee

Determines degree of independent functioning in handling of
money.

Screening question; persons who have a representative payee
would be eligible for the followup survey.
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MODULE T: INCOME SUPPORT (continued)

T2c-g

T4

TS

Brief Description:

Analytic Purpose:

Other Notes:

Source:

Brief Description:

Analytic Put-nose:

Source:

Brief Description:

Anayvtic Purpose:

Source:

Brief Description:
Analytic Purpose:

Other Notes:

Reason for receiving Social Security

Used to construct measures of public expenditures for persons
with DD.

Screening questions; persons receiving Socia Seclurity payments
because of a disability acquired before age 22 would be digible
for the followup survey.

Adapted from SIPP.

Medicare Status

Used to construct measures of public support and access to
medica services.

Adapted from SIPP.

Medicad Status

Used to construct measures of public support and access to
medica services.

Adapted from SIPP.

Receipt of Food Stamps

Used to construct measures of public expenditures for persons
with DD.

If the individual is younger than 18, their inclusion in
households recelving assistance is obtained.
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MODULE T: INCOME SUPPORT (continued)

T6 Brief Description: Receipt of Other Public Assistance

Analvtic Purpose: Used to construct measures of public expenditures for persons
with DD.

Other Notes: If the individual is younger than 18, their inclusion in
households recelving assistance is obtained.

Source; Adapted from SIPP.
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MODULE U - FACILITIES MODULE: FORMAL STAFF SUPPORT

This section obtains information in the services available to residents of group facilities, as
well as on the level of licensing or certification held by the facilities.

Ul Brief Descrintion: Ownership Status
Anavtic Put-nose:  Used to describe the administrative arrangements of group
facilities.
Source: Adapted from the NMES Ingtitutional Population Component.
u2 Brief Descrintion: Number of Beds

Anavtic Purposes Used as measure of size

Source: Adapted from the NMES Ingtitutional Population Component.

u3 Brief Description: Primary Handicapping Conditions Served

Anavtic Purpose:  Used to characterize facility.

Source: Adapted from the NMES Ingtitutional Population Component.

U3a Brief Description: Type of Group Facility

Analvtic Pumose:  Used to characterize facility.

Source: Adapted from the NMES Ingtitutional Population Component.
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MODULE U - FACILITIES MODULE: FORMAL STAFF SUPPORT (continued)

U4-US

U6-U9

U10-U17

U18,U23

Brief Description:

Analvtic Purpose;

Source;

Brief Descrintion:

Analvtic Puruose;

Source;

Brief Description:

Analvtic Purpose:

Source:

Brief Description:

Analvtic Pumose;

Source:

Types of services provided to residents

Used to characterize level of care provided at facility and
whether the facility provides the total environment for
residents.

Adapted from the NMES Ingtitutional Population Component.

Licensure/Accreditation

Used to characterize facility.

Adapted from the NMES Ingtitutional Population Component.
Number of Beds Certified Under Medicare and Medicaid as
ICF-MR, ICF, SNF

Describes level of care provided to resdents and indicates cost
of care.

Adapted from the NMES Ingtitutional Population Component.

Types of Contracted/Employed Staff

Indicates types of staff available to provide services and can
be used to compute staff to resident ratios.

Adapted from the NMES Ingtitutional Population Component.
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MODULE U - FACILITIES MODULE: FORMAL STAFF SUPPORT (continued) _

U19-U22

u24

Brief Descrintion;

Analvtic Purpose:

Source:

Brief _Descrintion:

Anavtic Purpose;

Source:

Waiting Liits
Used to estimate unmet demand for residential services.

Adapted from the NMES Ingtitutional Population Component.

Hours of Volunteer Time

Used to indicate ratio of total staff time (paid and volunteer)
to resdents. :

Adapted from the NMES Ingtitutional Population Component.
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MODULE V: INTERVIEWER OBSERVATIONS

This section obtains information on the housing structure based on interviewer observations,
and on the use of proxy respondents during the interview.

VI-v3 Brief Descrintion; Type and Size of Housing Structure

Anavtic Purposes Used to describe physical characteristics of living arrangements.

va Brief Descrintion: Health and Safety Problems Observed at Residence

Anavtic Purnoser Used to describe physical characteristics of living arrangements.

\'A) Brief Descrintion: Distinctive Appearance of Exterior of Residence
Anavtic Purnose: Used to describe physical characteristics of living arrangements. '

Source; Adapted from the University of Minnesota RRTC instrument.

V6 Brief Description: Other Types of Structures in Neighborhood

Anavtic Purnose:  Used to describe physical characteristics of neighborhood.

Source: Adapted from the University of Minnesota RRTC instrument.
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MODULE V: INTERVIEWER OBSERVATIONS (continued)

V7-V9 Brief Description: Role of Proxy Respondent

Analytic Purpose: Used to evaluate quality of responses and to indicate level of
independence in dealing with strangers.
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A. LIVING ARRANGEMENTS/DEMOGRAPHICS

LI VI NG ARRANGENMENTS

(C) Al. a. What are the names of all persons living or staying here? Start
with the name of the person or one of the persons who owns or

rents this place (REFERENCE PERSQN).

b. What is your (PERSON S) relationship to (REFERENCE PERSON) ?

c. Do all of the persons you have naned usually live here?

d. How old are you (i S PERSON)?

e.What is your (PERSON S) exact date of birth?

f. s (PERSON) male or female7 (ASK OMLY |F APPROPRI ATE)

(a) (b) (<)
Usually
Relationship Lives

Name (SEE CODESBELOW)  _Here

1. REFERENCE PERSON  Yes 01
No = 00
DK= -1

2. Yes = 01
No -00
K= -1

3. Yes = 01
No = 00
OK- -1

4. Yes =01
No -00
K= -1

5. Yes =01
No =00
K= -1

RELATI ONSHI P CCDES:

PARENT (Bl OLOG CAL/ ADCPTED) .
FOSTER PARENT.

OTHER RELATI VE

NON- RELATI VE  ( LANDLORDY LADY)
NON- RELATI VE CAREGIVER/PAID STAFF.
NON- RELATI VE  ( FRI ENDY ROOWVATE)

(d)

(e) O
Date of

Birth Sex
d_J__ M=01
DKe -1 F =02
] K=l
DK= -1 Fe=02
/. M=0
K= -1 F =02
Il A L
OK'=-1 F =02
{ / M =01
OKs-1 F=02

INTERVIEWER OBSBBVATI ON.

NOTE: THE NH S OBTAINS | NFORMATI ON ON GENDER

THROUGH

DRAFT-MODA Al
VRDD- A. QUE ( QUE)

2/28/90



A2.  INTERVIEWER: |S PERSON LIVING WTH A PARENT (01), FOSTER

PARENT (02). SPOQUSE ¢03), CHI LD OR FOSTER
CHI LD (o0s,06), ANDY OTHER RELATIVE (07)?

YES. . . . . . ... 01 (SKIPTOQAO
1 T @ ©
(s) A3. Are there any persons who are paid to |ive here as staff?
*YES .. L. .01 (ADD NAMES AND RELATI ONSH P CODES
TO HOUSEHOLD GRID IN Q Al)
N . 00]
DONT KNOW . . . . .. 1
A4, Are there any persons who live here and rent roons to other people as
roomers or boarders, or who get reinmbursed for letting others live :
here?
YES = ....... “v+. .01 (ADD NAMES AND RELATI ONSHI P CODES
TO HOUSEHOLD GRID IN Q.Al)
NO. Co 00
DON T KNOW  ....... -1
DRAFT-MODA A 2

MRDD- A. QUE ( QUE) 2/28/90



A5. a. Is this place a...

CIRCLE ONE

*supervi sed apartnment  ........ ... .01
*group home ...l ... .02
*hal f way house.  ........... ... .03
*personal care or boarding hone ... . . . .04
*devel opnent al center  ...e.... —+ . .05
*some other type of supervised group

‘residence or facility. . . . . . . . ... 06

NONE OF THE ABOVE. . . . . . . . . . ... .00 (SKIP TO qQ.a6.b)
DON T RNOW . . . . . . . . . . ... ... .-1 (SKIP TO Q.46.b)

b. How long have you (has PERSON) been living here?

! : ! YEARS

(ASK I F AGE 50 OR OLDER:)

DONT gNOW . . . . . . . . .-1 => Dd you (PERSON) nove here
before or after you (he/she)
was 507
*BEFORE ACE 50. .....01
AFTER AGE 50 ..... .02
DON'T KNOW . . . . . . .-1

DRAFT-MODA A3

NRDD- A. QUE ( QUE) 2/28/90



c. Wo paid or is expected to pay for your (PERSON S) Iiving

arrangenents for the past 12 nonths?

CRAE AL THAT APPLY

You (PERSON) and/or your (his/her) famly . .01

Medicare or Medicare HMO  ......... .02
Medicaid. et e .03
Vet eran's benefits,  .civiiiienaen .04
Private insurance or non-Medicare HMO . . . .05
OTHER (SPECIFY) i, .06
No cost to you (PERSQON,) and/or your

(his/her) famly or to third party

PAYOL « « & v & o o o o o o o o o e s . . 07

Included as part of residential services. ..08

DON T

KNOW  eiiiiiieiennnns -1

d. | NTERVI EVER

WLL ANY OF THE COSTS FOR (TH S/ THESE)

LI VI NG ARRANGEMENT(S) BE PAI D BY PERSON
ANDY OR H S/HER FAM LY?

YES. . . . . . ... .01
NO. .. .......O0O(SKIP TO Q.A6.a)
DON T KNOW ..... -1 (SKIP TO Q.A6.a)

e. In total, int
your (his/her)
arrangenent (s),
I nsurance?

DON T

DRAFT-MODA
MRDD-A.QUE ( QUE)

he past 12 nonths, how much did you (PERSON) and/or

famly have to pay for (this/these) |iving
excluding costs that will be paid back by

A4

2/28/90



A6. a. INTERVIEWER: |S TH S A GROUP RESIDENCE? ( CODES

02-05 IN Q.AS)
YES. . . . . . .01 (SKIP TOQA O
N.......0

b. Is your (PERSON S) house/apartnent/room..

STOP AT FIRST
" YES'

owned by you (PERSON) or soneone

in your (his/her) famly with a

nortgage  or [oan.  ..ieevnnne. .01
owned by you (PERSON) or soneone

in your (his/her) famly free

and clear (without a nortgage). . . . .02 (SKIP TO Q.AS.a)
rented for cash rent, ......... .03 (SKIP TO Q.A8.a)
occupi ed without paynment of cash

rent, OF . teieeroneenans 04 (SKIP TO Q,A9.a)
provided to you (PERSON) or paid

for by an agency7 .......... .05 (SKIP TO Q.A10)
DON T KNOW  iiiiivennnnns .-1 (SKIP TO Q.Al0)

AT. a. What is your (PERSON S) nonthly nortgage?

DON T KNOW ceeiiiieenans -1

b. Does your (PERSON S) nortgage paynent include insurance and/or

t axes?
YES. . . . . . . . . . . . . . . . . . .01 (SKIP TOAQ.A9.a)
NO. . . . . . . . .00 (SKIP TO Q.A9.a)
DON T KNOW  civienerennnes .-1 (SKIP TO Q.A9.a)
DRAFT-MODA A5

MRDD-A.QUE ( QUE) 2128190



AS. a. What IS your (PERSON'S) nonthly rent?

DON T KNOW e -1

h. Does your (PERSON S) rent include neals and/or utilities7

YES. . . ... 0 1
NO. . . . . . . . 0 0
DONT KNON . v v v v o v o 0 0 o o e 1

A9. a.  (In addition to your (PERSON S) nonthly rent or nortgage,) do you
(does PERSON) pay any housing fees on a regular basis (such as a
mai ntenance or association fee)?

YES. . . .. 01
NO . . . ... ... ... =.00(SKIPTOQAO
DON T  KNOW  eeverernennnn. -1 (SKIP TO Q.Al0)

b. What does this fee cover?

(Wite In)

C. (In total) how much is this fee?

PER WEEK. . ¢ ¢ ¢ ¢ ¢ + o« o o« o « o o o & 01

PERMONTH. . . . . . o oo 02

PER YEAR. . . . . . . . . . . . . .. 03

OTHER (SPECIFY) © « v v v v v v v v v . .04

DONTKNON . . o . o oo m
DRAFT-MODA A6

VRDD- A. QUE ( QUE) 2/28/90



A10. a. INTERVIEWER |'S PERSON AGE 18 OR OLDER?
YES.  ..... .01
NO. .. ... .00 (SKIP TO QA )

b. Did you (PERSON) choose the place where you (he/she) currently
live(s) by yourself (hinfherself), did you (he/she) make the
decision with others, or did someone nake the decision for you

(hi nl her) ?
ORCLE O
DECISION MADE BY SELF . . . . . . ... .01
DECISION MADE WTH OTHERS . . . . . . . .02 (SKIP TO Q.Al0.e)
DECI SION MADE BY SOMEONE ELSE . . . . . . 03 (SKIP TO Q.Al0.f)
DON T RNOW.. . . . . . . . . . . . . ... 1

c. Did you (PERSQON) talk about your (his/her) choices wth anybody
before you (he/she) made the decision7 ™

YES . . . . e e e e e e e e e e e e .01
NOL . . . . .. .00 (SKIP TO qQ.A11)
DON'T KNOW. . . . . . . . . . . .. .. -1 (SKIPTOQAI)

d. Did the person who you (PERSON) talked to the nost...
CIRCLE ALL THAT APPLY

give you (himher) advice on
how to choose or find a
place to live, (o] N .01

actual ly help you (hinmher) find
a place to live (e.g., look
through ads, go with you
(himher) to | ook at places). .....02

DON T KNOW B |

DRAFT-MODA A7
VRDD- A QUE ( QUE) 2/28/90



e. W else was involved in nmaking this decision?

CRCLE ALL THAT APPLY

A personal friend ........... .01 (SKIP TO QAII)
A famly nenber ............ .02 (SKIP TO q.aA11)
Your (his/her) legal guardian ..... .03 (SKIP TO Q Al'l')

A staff menber from an agency,
like a case manager or school

counselor  L..eiiiieae. .04 (SKIP TO qQ.A11)
OTHER (SPECIFY) . . . . . . . . . . . . .05 (SKIPTOQAI)
DONTKNOW . . . . . . . . . .. ... .-1(SKIPTO QAI)

f.  Who nmade this decision for you (PERSON)? Was he or she...

CIRCLE ONE

A per sonal friend ..ooioe.... .01
A famly menber  .....iie.... .02
Your (his/her) legal guardian ..... .03
A staff menber froman agency

or a school counselor ........ .04
OTHER (SPECIFY)  vvvvrnnnnnns .05
DON T KNOW  oiiiiienennsn -1

DRAFT-MODA A8
MRDD-A. QUE  ( QUE) 2/28/90



All. a. Are you (Is PERSON) on a waiting list for a place in a supervised
apartment, group hone, center, or other supervised living
arrangenent ?

YES. . . . . . . . . . . . ... ... .01
NO. . . . . . . . . .. .00
DONTKNOW. . . . ... .. .. ....-1

h. Have you (Has PERSON) ever lived in any (other) supervised
apartnment, group hone, halfway house, devel opnental center, or
other type of supervised group residence? (DO NOT COUNT HOSPI TAL
OR NURSI NG HOVE STAYS.)

FYES. . 01
NO o o o e e e e e e e e e e e e e 00 (SKIP TO Q.Al12)
DON' T RNOW o o eeveeevennn. -1 (SKIP TO Q.A12)

c. Wre any of the places you (PERSON) lived in a large facility
like at a center or institution with nore than 50 other

resi dent s7
YES. .. .. L e e e e e e .01
NO. . . ... ... .. .. ..... . 00
DON T KNOW ¢ o v vvvvnnoenns -1

d. How old were you (was PERSON) when you (he/she) first lived in a
supervi sed group residence?

¢ t I AGE
DON T KNOW ........ -1 = (ASK IF AGE 50 OR QLDER)

Was it before or after you
were (PERSON was) 50?

*BEFORE AGE 50. .... .01
AFTER AGE 50 ..... .02
DON T KNOW ...... -1

DRAFT-MODA A9
MRDD-A.QUE ( QUE) 2/28/90



(© Ar2. a. Wat is the highest grade or year of school you have (PERSON has)
ever attended, (including the grade or year you (he/she) may be

in now)?

ELEMENTARY SCHOOL: 12 3 4 5 6 7 8

H GH SCHOOL: 9 10 11 12

COLLECGE: 12 3 4 5 6+
NEVER ATTENDED SCHOOL ......... .01
DON T KNOW oeiiiiieen -1

NOTE:  THE NHI S ASKS ABOUT H GHEST GRADE OR YEAR FOR

REGULAR SCHOCOL ONLY.

b.

INTERVIEWER: |S PERSON AGE 16 OR OLDER?

YES. = ..o .01

NO. . .. ... ... .OO(SKIP TO Q.A13)

C.

DRAFT-MODA
VRDD- A. QUE

Do you now have. ..

CRCLE ONE

a regular high school diploma .... ~.01

a special high school diplom ..... .02
a certificate of attendance or

conpletion. ..., .03
a CED certificate, or ...cc.... .04
have you (has PERSON) not conpl eted
hi gh school ?. ... .. ..., .05
DON T KNOW it iieeenem 1

A 10
(QUE)

2/28/90



(C) A13. a. What is the nunber of the group or groups which represents your
(PERSON §) race?
CIRCLE ALL TEAT APPLY
Al eut, Eskino, or Anmerican Indian . . . .01
Asian or Pacific Islander ....... 02
Black. ... .............. 03
White.................. 04
Anot her group not listed (SPECIFY). ...05
DON T 24 3(0) SN -1 (SKIP TO Q.A14)
| F MULTI PLE ENTRIES, ASK Q Al3.b
b. Wiich of those groups; that is, (entries in 3a) would you say
BEST represents your (PERSON S) race?
GROE ONE
Al eut, Eskinmo, or American Indian ....01
Asian or Pacific |Islander ....... 02
Black.. . . . . . ... ... ... 03
White.................. 0 4
Anot her group not |isted (SPEC FY). 05
DON T RNOW. . oo v i i iveeennn -1
DRAFT-MODA A ll

VRDD- A. QUE ( QUE)

2/28/90



(C© Al4. a. Are any of those groups your (PERSON S) national origin or
ancestry7 (Were did your (PERSON S) ancestors come fron?)
READ LI ST FROM Q.Al4.b.

YES... . . . . . . . . . . . . . ..01
NO ... oo oo . ... .00(SKIP TO q.a15)
DONTKNOW . . . . . . . . ... ... .-1(SKIP TO q.a15)

NOTE: THE RESPONDENT IS G VEN A CARD | N THE NHIS.

b. Please give ne the nunber of the group.

CIRCLE ONE
Puerto Rican. . . « « « ¢« v o o o o . .01
Cuban . . . . . . . ... 02
Mexican/Mexicano. . . . . « ¢ .+« 4 ¢ .+ . . 03
Mexican Anerican. . . . .« « « v v o e . 04
Chicano . .« « v v v v v v v v e e e e 05
Qther Latin Anerican. . . « « « v « « . . 06
Qther Spanish . . . . . .. ... .. 07

DRAFT-MODA A 12
VRDD- A. QUE (QUE) -2/28/90



(C)

Al5. Are you (Is PERSON) now married, w dowed, divorced, separated,
have you (has PERSON) never been narried?
G ROLE ONE
Marri ed-spouse in household ..... .01
Marri ed- spouse not in household .... .02
Wdowed L., .03
Divorced. = ciiiiiiiiiieenn .04
Separated . . . . . . . . . . ... .. .05
Never married . . . . . .« o o o o . .. 06
DON'T KNOW. © « v o o v o o o o o o o s 1

or

THE NH S | NTERVI ENER CODES WHETHER SPOUSE | S IN THE
HOUSEHOLD | F MARRI ED AND | DENTI FIES WH CH OTHER
HOUSEHOLD MEMBER | S THE SPOUSE. THE INTERVIEWER | S
ALSO askED TO MARX A BOX | F THE SAMPLE MEMBER | S

UNDER ACE 14.

DRAFT-MODA

A 13

VRDD- A QUE ( QUE)

2/28/90



(C)

Al6. a. INTERVIEWER. |S PERSON LIVING IN A SUPERVI SED GROUP
RESI DENCE?
YES. . . . . .01 (SKIP TO NEXT MODULE)
NO. .. .. .00

b. Was the total conbined FAMLY income during the past 12 nonths

more or |ess than $20,0007 I nclude noney fromjobs, Soci al
Security, retirenent incone, unenploynent paynents, public
assistance, and so forth. Aso include incone from interest,

di vidends, net incone from business, farm or rent, and any other
noney received. (FAMLY INCOMVE IS THE TOTAL COMBINED | NCOVE OF
ALL THE PEOPLE WHO LI VE HERE WHO ARE RELATED TO EACH OTHER.)

LESS THAN $20,000 . . . . . . . . . . . .01
$20,000 R MORE . . . . . . . . . . . . .02
DONTKNOW . . . . . . . . . . . . .. .-1(SKIP TO NEXT MODULE)
REFUSED. . . ... ... ... .... .-3 (SKIP TO NEXT MODULE)

NOTE: I N THE NHIS THE RESPONDENT |S HANDED ONE OF Two CARDS,

DEPENDING UPON WHETHER FAMILY | NCOME | S- LESS THAN
$20,000 OR MORE THAN $20, 000.

DRAFT-MODA
VRDD- A. QUE

A 14
(QUE) ~ 2/28/90



C.

O those income groups, which letter best represents the total
conbi ned FAM LY incone during the past 12 nonths7

sal ari es,

and other items we-just talked about.

I ncl ude wages,

NOTE:

RESPONSE CATEGORI ES ON THE CARD IN THE NHI S ARE LI STED

AS A-77.

DRAFT-MODA
MRDD-A.QUE

G RCLE ONE
Less than $20.000 R $20.000 or nore
Less than $ 1, 000. 01 $20, 000 - $24,999. . .01
$ 1,000 - $ 1,999. ...o02 $25,000 - $29, 999. .02
$ 2,000 - $ 2,999. .03 $30, 000~ $34, 999. .03
$ 3,000 - $ 3,999. .04 $35, 000 - $39, 999. . .04
$ 4,000 - $ 4,999. .05 $40, 000 - $44,999. .05
$ 5,000 - $ 5,999. .06 $45,000 - $49, 999. .06
$ 6,000 - $ 6,999. .07 $50, 000 and over .. . .07
$ 7,000 - § 7,999. .08 DON T  KNOW -1
$ 8,000 - $ 8,999. .09 REFUSED. . . . . . . -3
$ 9,000 - $ 9,999. . . .10
$10,000 - $10, 999. 11
$11, 000 - $11, 999. .12
$12,000 - $12,999. .13
$13,000 - $13,999. .14
$14, 000 - $14, 999. .15 -
$15, 000 - $15, 999. .16
$16, 000 - $16, 999. .17
$17,000 - $17, 999. .18
$18, 000 - $18,999. .. .19
$19, 000 - $19,999. .. .20
DON T KNOW ...... -1
REFUSED.  ....... -3
NOTE: C = NH S Core Questionnaire item
A 15
(QUE) 2/28/90



B. RECEPTIVE/EXPRESSIVE COMMUNICATION

INTERVIEWER: | S THIS INTERVIEW BEI NG CONDUCTED WTH A PROXY
WITHOUT THE SAMPLE PERSON PRESENT?

YES. . . . .01 (ADMNSTER TH'S MODULE TO PROXY)

NO . . . . .00 (COWLETE TH S MODULE AFTER
THE | NTerVI EW BY | NTERVI EVIER
OBSERVATI ON)

Bl1. How does (PERSON) usual Iy communicate? Is it by using...
G RCLE ONE
Speech (words, sentences, etc.) . . . . .01
Witing or typing . « « « « « v o v . .. 02
Sign language/finger spelling . . . . .. 03

Communi cation device (SPECIFY). . . . . . 04

Q her non-verbal gestures/
vocal i zati ons feesereenaes .05

Some other way (SPECIFY). ....... .06

Does not comunicate thoughts or
needs to others ........... .07 (SKIP TO Qq.B3)

DON T KNOW  iiiiiieennnn -1 (SKIP TO Q.B3)

DRAFT - MODB B. 1
MRDD- B. QUE (QUE) 2/26/90



(S B2. How wel | woul d you say (PERSON) communi cates (his/her) needs to other
peopl e?

STOP AT
FIRST "YES'

Can be understood conpletely and
easily by both strangers and
t hose who know (himher) well. ....01

*Can be understood only by those
who know (hinmfher) well. ...... .02

*Can be understood partially and/or
with difficulty by strangers ..... .03

*Little can be understood either
by those who know (hint her)

wel | or strangers  ....oeee.. .04
*Does not attenpt to communicate
needs L. e .05
DON T KNONV oiiiiiiennen -1
(S) B3. How wel | woul d you say (PERSON) communi cates (his/her) thoughts or
I deas to other people?
STOP AT
FIRST "YES'
Can be understood conpletely and
easily by both strangers and
those who know (hinfher) well. . . . .01
*Can be understood only by those
who know (hinmfher) well. ...... .02
*Can be understood partially and/or
with difficulty by strangers ..... .03
*Little can be understood either
by those who know (hint her)
wel | or strangers  ...i.oeeeen .04
*Does not attenpt to communicate
t hought s or ideas .......... .05
DON T KNOW i -1

DRAFT - MODB B.2
MVRDD- B. QUE ( QUE) 2/26/90



B4. In what way nust people usually comunicate with (PERSON) in order
for themto be understood?

CGRAE ONE

Speech (words, sentences, etc.) . . . . .01
Witing or typing ...l .02
Si gn | anguage/finger spelling ..... .03
Conmuni cati on device (SPECIFY). .....04
Q her non-verbal gestures/

vocalizations . . . . . . . . . . .. .05
Some other way (SPECIFY). ....... .06
NO COMMUNI CATION PCGSSIBLE . . . . . . . .00 (SKIP TO NEXT MODULE)
DONTKNON . . v v v v v v v 0 v o v -1 (SKIP TO NEXT MODULE)

DRAFT - MODB B.3
VRDD- B. QUE ( QUE) 2/26/90



(S) BS. How wel | woul d you say (PERSON) understands other peopl e when they
talk or ask questions?

STOP AT
FI RST "YES'
Understands conpletely and easily
both strangers and those who know
(himher) well . . . . . . . . .. ..01
*Understands strangers only partially
and/or with difficulty ....... .02
*Understands only those (he/she)
knows well oo, .03
*Understands little by those (he/she)
knows well or strangers. ...... .04
*Does not or cannot |isten
or attend to speech. ........ .05
DON T KNOW . .o ovvenn e ennn -1

NOTES: {_(S} = SCREENING QUESTION, * = RESPONSE CATEGCRI ES uUSED
| DENTI FY PERSONS FOR FOLLOWUP SURVEY.

DRAFT - MCDB B. 4
MRDD- B. QUE ( QUE) 2/26/90



C. LEARNING

NO.

YES .

C. a. INTERVIEWER: | S PERSON AGE 5 OR OLDER?

.01

. Q0 (SKIP TO NEXT MODULE)

b. Are you (Is PERSON) able to...

STOP AT
FI RST "YES'
wite or type conplete letters to
peopl e you (he/she) know(s) or
wite out conplete lists like a
grocery list? . .01
wite or type short sentences?. .....02
wite, print, ortype some words _
without copying or tracing?..... .03
trace or copy your (his/her) own
name or some other words, or. .....04
are you (is PERSON) not able to wite,
print, trace, or copy words?. . . . . .05
DON' T KNOW . -1

DRAFT - MODC
VRDD- C. QUE ( QUE)

2-26-90



c2. Are you (I's PERSON) able to..

DRAFT -

MODC

STOP AT
FI RST "YES"

read newspapers and nmagazines or

most books. . . . . . . . . . . .. .01

(REGULAR OR LARGE PRINT OR BRAILLE)
read books like those for young adults

(REGULAR OR LARGE PRINT OR BRAILLE) . .02
read sinple stories like picture books

or comcs (REGULAR OR LARGE PRINT OR

BRAI LLE) . Y &
read street signs like "STOP" or

"WALK" or signs for the wonen's

room or nmen's room Of. ....... .04
recogni ze 10 words or nore. ...... .05
do you (does PERSON) recogni ze no

wor ds or Signs? .iiiiieen.. .06
DON T KNOW . -1

c.2

VRDD- C. QUE  ( QUE)

Z-26-90



3. Are you (Is PERSON) able to...

STOP AT
FIRST "YES'

do addition and subtraction |ike

s+6 and 10-5? . . . . . . . . . . . . .01
count how many items you (he/she)

have (has), like toys or itens

in your (his/her) shopping cart,

up to 10 itenms?  L..ieeeeen .02
count out loud from 1l to 107...... .03
count up to 2 itens like blocks or

things in a shopping cart?. ..... .04
understand the difference between

having one item and having many

itemns, (0] .05
do you (does PERSON) have no

understandi ng of nunbers or

anmounts  of things?. ......... .06
DON T KNOW ooieiiien.. -1

c4. INTERVIEWER: | S PERSON AGE 5-17 YEARS?
YES. . . . .. .. 01
NO. . . .. .. .00 (SKIP TO NEXT MODULE)
DRAFT - MODC c.3

VRDD- C. QUE ( QUE)

2-26-90



(S) (C) Cs. Does any inpairnent or health probl em NOVkeep you (PERSON) from
attendi ng school ? (TH' S I NCLUDES BOTH SPECI AL AND REGULAR SCHOCLS.
| F PERSON RECEI VES HOVEBOUND EDUCATI ON TUTORING CCDE "YES'.)
*YES. .. 01
NO .00 (SKIP TO Qq.c6)
DON T KNOW .o, -1
C5a. Are you (ls PERSON) receiving homebound education or tutoring?
YES. . . . ..o .01 (SKIP TO NEXT MODULE)
NO . . . . . . .00 (SKIP TO NEXT MODULE)
DONT KNOV . . . . ¢ v v v v v v v - 1 (SKIP TO NEXT MODULE)
(S) (C) cs. Do you (Does PERSON) attend a special school or special classes
because of any inpairment or health problenf?
*YES. it .01 (SKIP TO Q.C8)
NO. . . . . . . . . . ... 00
DON T KNOW it -1
(S) (¢) Cr. Do you (Does PERSON) need to attend a special school or speci al
classes because of any inpairment or health problenf
*YES. .. 01
NO. . . . . . . . . . ... 00
DON T KNOW  oieieiiiannes -1
DRAFT - MODC c.4

MRDD-C.QUE ( QUE) 2-26-90



(S) (C) cs. Are you (Is PERSON) limted in school attendance because of your
(his/her) health?

*YES. .01
NO. . . . . . . . e .00
DON'T KRNOW.. . . . . . . .« v . .. -1

€9. a. INTERVIEWER | S PERSON PREVENTED FROM OR LIMITED | N
SCHOOL ATTENDANCE, OR ATTENDS/NEEDS
SPECIALSCHOOL OR CLASSES?

YES ..... .01
N L. .00 (SKIP TO NEXT MODULE)
h. What condition causes this?
(Wite In)

| F I NJURY/ OPERATION:  When did [the (I NJURY) occur?/(PERSON)
have the operation?]

| F OPERATI ON OVER 3 MONTHS AGOD. For what condition did you
(PERSON) have the operation?

| F OPERATI ON O-3 MONTHS OR | F PREGNANCY REASK SAYING Except
for (CONDITION)...?

DRAFT - MODC C.5
MRDD- C. QUE (QUE) 2-26-90



c. Besides (CONDITION) is there any other condition that causes this

limtation7
YES. . . . . . . . . . . . .. ... . 0L(REASK Q.C9.a)
NO . . . . o o o .00 (SKIP TO Q.c9.d)
DON T KNOW ..oovevnnnnn.. .-1 (SKIP TO Q.c9.d)

d. Is this limtation caused by any (other) specific condition?

FYES, . . e e e e e e e e e e e e e e 01 (REASK Q.C9.a)
NO. . .. . . . . . . .. .00
DONT KNOW . . . . . . . . . . . . . .. 1

e. Wich of these conditions would you say is the main cause of this
limtation?

CONDI TI ON:

(Wite In)

f.  How old were you when you first had this condition? (CODE "o0"

| F AT BI RTH)
l___ i ___ | AGE
DONT KNONV ..iovvvvinens. .-1 => Was it before or
after you turned
221

NOTES: (8) = SCREENING QUESTI ON * = RESPONSE CATEGORI ES USED
TO | DENTI FY PERSONS FOR FOLLOWUP SURVEY.

NOTE: C = NH S Core Questionnaire item

DRAFT - MODC C.b6

MRDD- C. QUE ( QUE) 2-26-90



D. MOBILITY

D1. INTERVIEWER: | S PERSON AGE 5 YEARS OR OLDER?
YESS. . . . . . . . . . .01

NO . ... .......00(SKP TO q.D9)

D2. Are you (Is PERSON) able to lift and carry things weighing about
10 I'bs. (such as a full bag of groceries) wthout help of another
person or special equipment? Are you (Is PERSON) able to do that...

QO RCE ONE
Wthout difficulty,. . . . . . . . . . . . .01
Wth difficulty, OF . ciivuinnnns .02
Are you (I's PERSON) not able to do that? . .QO
DON T KNOW ciiiiiiiennnnnns -1
(S D03. How wel | do you (does PERSON) nove around or get around in your

(his/her) own (HOVE/ ROOM APARTMENT) wi thout help of another person or
special equipnent? Do you (Does PERSON) do that...

G ROE ONE
Without difficulty,. . . . . . . . . . . . .01 (SKIP TO Q.Ds)
*Wth difficulty, or. ....eeveee. .02 (SKIP TO q.D5)
*Are you (I's PERSON) not able to do that? . .QO
DON T RKNOW o vt vv et vnennnn -1
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. Taking into account any special equi pment you have (he/she has) or
any help you (he/she) receive(s), how well do you (does PERSON) get
around in your (his/her) own (HOVE/ ROOM APARTMENT)? Do you (Does
PERSON) do that...

CIRCLE ONE
Wthout difficulty,. . . . . . . . . . . .. 01
Wth difficulty, OF . veveeennnns .02
Are you (Is PERSON) not able to do that? . .00
DON T KNOW © . v v v vt e v ine o e e s am 1
(S) Ds. How wel | do you (does PERSON) nove up and down a flight of stairs

wi t hout hel p of another person or special equipment? Do you (Does
PERSON) do that...

CIRCLE ONE
W t hout difficulty,. ...ooie... .01 (SKIP TO Q.D7)
*Wth difficulty, or. ..., .02 (SKIP to Q.D7)
*Are you (lIs PERSON) not able to do that? . .00
DON T KNOWV it i it i e em 1
D6. Taking into account any special equi pment you have (he/she has) or

any help you (he/she) receive(s), how well do you (does PERSON) able
to nove up and down a flight of stairs7 Do you (Does PERSON) do

that...
CLROLE ONE
W t hout difficulty,.  «iivennne. .01
Wth difficulty, OF . tevvennnnne .02
Are you (Is PERSON) not able to do that? . .QO
DON T KNOW & . v v vt v v e e veoennum 1
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(s) D7. How wel | do you (does PERSON) get around outside the (HOVE ROOM
APARTMENT) without help of another person or special equipnent?
Do you (Does PERSON) do that...

(INTERVIEMEE:  TH'S | NCLUDES SAFETY AND THE ABILITY TO NoT GET LOCST.)

CROE ONE
Wthout difficulty,. . . . . . . . . . . . .01 (SKIP TO Q.Dp9)
*Wth difficulty, or. Coe .02 (SKIP TO Q.D9)
*Are you (Is PERSON) not able to do that? . .00
DON T KNOW e iiineenem 1

D8s. Taking into account any special equipment you have (he/she has) or
any help you (he/she) receive(s), how well do you (does PERSON) get
around your (his/her) neighborhood? Do you (Does PERSON) do that...

QO RCLE ONE
Wthout difficulty,. . « + o v v v o v o .. 01
Wth difficulty, or. . . . . . . .. ... .02

Are you (I's PERSON) not able to do that? . .00

D9. INTERVIEWER: | S PERSON AGE 16 OR OLDER?
YES. . . . . . . .0
NO. . . .. .. .00 (SKIP TO NEXT MODULE)

D10. Do you (Does PERSON) have a license or permt to drive a car?

YES., . .. .01
NO . . . . . .00 (SKIP TO q.D12)
DONT KNOW. . v v v v v v v v v s e e .-1 (SKIP TO Q.D12)
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D11. In order for you (PERSON) to be able to drive a car, are special
equi pment or nodifications to the car necessary?

YES (SPECIFY).  veverrvnnnn. .01
NO. . 00
DONT RNOW « « v v v v v o e e e e e am 1

D12. Wi ch of the follow ng types of public transportation have you (has
PERSON) used in the past nonth?

G RCLE ALL THAT APPLY

Bus. ... ... ... .. ... . 0 1
Train, o o v v v v i e e e e e e e e e 02
Subway. . . . . ..o oo oL 03
Taxicab. . . . . . o oo 00000 04
Van or other special transportation
SEIVICE., v 4 v o & o o o o o v e e 05
NONE OF THE BBOVE. . . « « « « « v « . . 06 (SKIP TO NEXT MODULE)
DONTERNOW «. &« v v v o o v o o o o o & -1 (SKIP TO NEXT MODULE)

D13. Do you (Does PERSON) usually use public transportation wthout any
kind of help or supervision or does someone usual ly provide
assi stance such as arranging for the services,.acconpanying you
(himher), or helping you (himher) in or out of the vehicle7

USES SERVI CES W THOUT HELP OR

SUPERVI SION.  ceiieivenens .01
REQUI RES ASSI STANCE OF ANOTHER

PERSON. ... i, .02
DONT rNOW . . . . . . . . . . ... ..-1

NOTES: (S) = SCREENING QUESTION, * = RESPONSE CATEGORIES USED
TO | DENTI FY PERSONS FOR POLLOWUP SURVEY.
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(S)

E. SELF-CARE

E. a. INTERVIEWER |S PERSON AGE 5 YEARS OR OLDER?
YES. . . . . .01
NO. . . .. . Q0 (SKIP TO NEXT MODULE)

E. The next questions are about day to day activities. Wen answering
these questions, please think about the past week.
For each activity | mention, tell me how you do (PERSON does) these
activities: without help or supervision, wth supervision or
remnders to performthem safely and appropriately, or with help from
someone to actually do the activity. I'dalsolikeyou to tell ne
what, if any, special equipment you use (PERSON uses).
The first activity is eating. During the past week, what, if any,
special equipment did you (PERSON) use for (INSERT ACTIVITY)?
During the past week, did you (PERSON) eat by yourself (hinfherself)
(using only equi pment you just mentioned), did someone remind or
wat ch you (PERSON) to make sure you (he/she) ate appropriately, or
did soneone help you (PERSON) eat or actually feed you (hiniher)?
( REPEAT QUESTI ONS FOR EACH ACTIVITY BELOW
PERSON*NEEDS *
SPECIAL SOMEONE TO PERSON NEEDS
EQUIPMENT PERSON DOES REMIND/ HELP FROM NOT
sNRITE-IN! BY SELF SUPERVISE SOMEONE APPLICABLEQ(.
a. EATING (incLUDiING cUuTTING
F000S, BUTTERING BREAD,
GETTING FOOD FROM PLATE
TO MOUTH, CHEWING/SWALLOWING,
MANAGING FEEDING TUBE). . . . . 01 02 03 04 -1
b.  GETTING IN OR OUT OF A
BED OR CHAIR.......... 01 02 03 04 -1
c. DRESSING (GETTING CLOTHES
APPROPRIATE FOR THE TIME
OF DAY AND SEASON AND
PUTTING THEM ON). . . . . . . . 01 02 03 04 -1
d.  BATHING OR SHOWERING
(INCLUDING TURNING THE
WATER ON AND OFF ANO
WASHING THOROUGHLY) . . . . . . 01 02 03 04 -1
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(S) E2. If you need (PERSON needs) to take prescription nedication--that is,
medi cation a doctor prescribes for you (hinfher) that nmust be
obtained at a pharmacy (or clinic in a residential setting), does
sonebody usually remind you (himher) to take the medication or
measure out the correct anmount?

*YES, SOVEONE REM NDS AND/ OR MEASURES . . . .01
NO. . . . . . .. 00
DON' T KNOW . -1
E3. How do you (does PERSON) usually take care of urinary needs?
CROLE ONE
Do you use (Does he/she use) a
catheter (internal or external)? .....01
Do you use (Does he/she use)
a bedpan?. ... i i, .02
Do you use (Does he/she use)
absor bent pads/ di apers?.  ........ .03
Do you use (Does he/she use)
a standard or nodified toilet? ..... .04
DON'T RNOW . & v ¢ v v v v v v e v v v u um 1
E4. How do you (does PERSON) usually take care of bowel needs?
CIROLE ONE
Do you use (Does he/she use)
a col ost ony bag? ...l .01
Do you use (Does he/she use)
a bedpan?. ... ..., .02
Do you use (Does he/she use)
absor bent pads/ di apers?.  ........ .03
Do you use (Does he/she use)
a standard or nodified toilet? ..... .04
DON T KNOW . oo vveiievnnnns -1
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(s) E5. a. [|INTERVIEWER DOES PERSON USE BEDPAN OR DI APERS

ONLY?
*YES. . .. L. .01 (SKIP TO Q.E6)

b. | NTERVI ENER. DOES PERSON USE TO LET?

YES. . . . . . .01
NO. . ... . .00 (SKIP TO q.E5.c)
(8) c. During the past week, did you (PERSON) take care of your

toileting needs you yourself, did someone usually remnd you to
use the toilet on time or watch to see if you (PERSON) needed
help, or did someone help you (PERSON) get to the toilet on tine
or clean yourself (himherself) afterwards?

BY SELF. e .01
*SOMEONE REM NDS/WATCHES. . . . . . . . . . .02
*SOMEONE HELPS. . . . . . . . . . . . . . . .03

DONTHRNOW . . . . . . . . . . .. .. ...-1

d. I NTERVIEMER DCES PERSON USE CATHETER OR COLOSTOW BAG?

YES. = ........ .01
NO. ... .. ... .O(SKIP TO Q.Es)
(S) e. During the past week, did you (PERSON) take care of the

(catheter/col ostony bag) yourself (hinself/herself), did someone
usual Iy remind you, or did soneone help you take care of
(it/them or do it for you?

BY SELF. i .01
*SOMEONE REMNDS. . . . . . . . . . ., . . .02
*SOMEONE HELPS. . . . . . . . . . . . . . . .03
DONTRNOW . . . . . . . . . ... ... ..-1
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E6. How many times do you (does PERSON) have urinary accidents--
that is, you (he/she) wet(s) your (his/her) clothing or
bedding7 Do you...

QG RCLE ONE
never or very rarely have
urinary accidents? . . . . . . . . . . . .01
have urinary accidents once
or twce a week? ..ol .02
have wurinary accidents three
or more times a week?. .....0.... .03
NOT TOLET TRAINED . . + . « ¢« v ¢ « ¢« . .00
DONTKNOW. . . . . . . ... . ... ...-1
E7. How many times do you (does PERSON) have bowel accidents--that is,
you (he/she) soi | (s) your (his/her) clothing or bedding? Do you...
G RCLE ONE
never or very rarely have
bowel accidents7 . . . . . . . . . . . . .01
have bowel accidents once or
twice a week?. .. . . . . . . . . . .. .02
have bowel accidents three or
nore tinmes a week? . . . . . . . . . . . .03
NOT TOLET TRAINED . . . . . « + o & o o o . 00
DONT KNOW ..oo0 v 0 v 0 0 0 v 0 0 v -1

= SCREENI NG QUESTI ON. * = RESPONSE CATEGORI ES USED
O IDENTI FY PERS FOR B SURV DEPENDENT UPON
OR EXAMPLE, ASS| STANCE I N TAR NG PRESCRI PTI ON
I\/EDI TI ON WOULD NOT DETERMINE ELI G BI LITY FOR SURVEY
| F PERSON WAS AGE 12 OR YOUNGER, AND MOST OTHER CRI TERI A
WOULD NOT APPLY FOR PERSONS YOUNGER THAN 3).
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F. INDEPENDENT LIVING

Fi1. |INTERVIEWER |S PERSON ACGE 12 YEARS OR OLDER?

YES = ..., .01
NO . ... ... .. .0(SKP TO q.F6)
(s) F2. Next, | have sone questions about activities around the house.

Again, think about |ast week.

For each task | nention, please tell ne how you (PERSON) perforn(s)
these activities: wthout help or supervision, wth supervision or
remnders to perform them safely and appropriately, or with help from
sormeone to actually do the activity. 1'd also like you to tell ne
what special equi pment you use (PERSON uses).

During the past week, what, if any, special equipnent did you
(PERSON) use for (INSERT ACTIVITY).

During the past week, did you (PERSON) prepare full neals by yourself
(himherself), (using any equipment you just mentioned), did someone
remnd or watch you (PERSON) to make sure you (he/she) prepared the
food appropriately and safely, or did someone help you (hinmher) or
actual ly prepare the food for you (hiniher)?

( REPEAT QUESTI ONS FOR EACH ACTIVITY BELOW)

PERSON NoT APPLICABLE

SPECIAL PERSON PERSON NEEDS NEEDS (DONE AS PART
EQUIPMENT DDES SUPERVISION PHYSICAL OF RESIDENTIAL OTHER/NOT
QMITE-IN! BY SELF OR_REMINDING HELP S E R V 1 APPEIGABME .Il
a. PREPARING FULL MEALS (SUCH
AS MEAT AND A VEGETABLE, ¢ *
EITHER FRESH OR FROZEN
FOODS/DINNERS) . . . . . . 01 02 03 04 05 -1
b. PREPARING LIGHT HEALS
OR SNACKS (SUCH AS
SANDWICHES,  SOUPS, * *
GETTING COOKIES/CHIPS
MILK/JUICE). . . . . . . . 01 02 03 04 05 -1
c. DOING LIGHT HOUSEHOLD
CHORES (SUCH AS WASHING * *
OISHES, TIDYING-UP,
DUSTING) . . . . . . . .. 01 02 03 04 05 -1
d.  GROCERY SHOPPING (DECIDING
WHAT TO BUY, PAYING FOR
ITEMS) . . . ., , . . .. 01 02 03 04 05 -1
e. DOING LAUNDRY (LOADING/
OPERATING MACHINES, USING * *
APPROPRIATE AMOUNT OF
DETERGENT) . . . . . . . . 01 02 03 04 05 -1
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F3. Do you (Does PERSON) use regular tel ephone equiprent?
YES. . . . . . 01
NO. . . . . . . . o 00
DON T KNOW . oo vviiieinnns -1
(S) F4 Wien you need (PERSON needs) to find a tel ephone nunber, do you (does
PERSON) | ook the number up yourself (himherself) in the telephone
book or does soneone else help you (hinfher)?
CRCLE ONE
LOXS UP BY SELF . . . . . . . . . . . . . .01
*SOMEONE ELSE HELPS . . . . . . . . . . . . .02
DONTRNOW . . . . . . . . . . . . ... ..-1
F5. Wien you need (PERSON needs) to use the tel ephone, do you (does
he/ she) usually dial the nunber yourself (hinfherself) or does
soneone help you (hinher)?
G ROE ONE
DIALS BY SELF. . . . . . . . . . . . . . ..0
SOMEONE ELSE HELPS/DIALS . . . . . . . . . .02
DONTKNOW. . . . . . . . . . . ... . ..-1
TS () SRESETN il R TE ES 0
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F6. a. | NTERVI EVER; DCES PERSON REQUIRE ASSI STANCE W TH ANY
MOBI LI TY, SELF-CARE, OR | NDEPENDENT
LIVING ACTIVITIES (REVIEW MODULES D, E,
AND F)?
YES . .. . . .01
NO . . L .00 (SKIP TO NEXT MODULE)
(8) (C) b. What condition causes this?

(Write 1n)
| F I NJURY/ OPERATION  When did [the (I NJURY) occur?/(PERSON)
have the operation?]

| F OPERATI ON OVER 3 MONTHS AGOD For what condition did you
(PERSON) have the operation7

| F OPERATI ON O-3 MONTHS OR | F PREGNANCY REASK SAYING Except
for (CONDITION)...?

c. Besides (CONDITION) is there any other condition that causes this

limtation7
YES. it .01 ( RE- ASK Q.F6.b THEN
@0 TO Q.F6.d)
NO. . . . . . . . . . .. ... ... .. .00(SKIP TO q.F6.e)
DON T KNOW  iiiieneennes .-1 (SKIP TO Q.F6.e)
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d. Wiich of these conditions would you say is the main cause of this

limtation?
CONDI Tl ON:
(Wite In)
e. How old were you when you first had this condition? (CCDE "00" I|F AT
Bl RTH)
T !
DON' T KNOW . -1 => Was it before or
after you turned
221
*BEFORE 22. . .01
AFTER 22 .. .02
DON' T KNOW..-1
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(S)

(§)

G. SELF-DIRECTION

Gl. |INTERVIEWER |S PERSON AGE 18 OR OLDER?
YES. . . . . . . .01
NO. . .. ... . Q0 (SKIP TO NEXT MODULE)

Do you (Does PERSON) have a legal, court-appointed guardian?

*YES.. ... .01
N 0 0
DONT KNOV. . . v v v v v v v v o v 1

Do you (Does PERSON) give your (his/her) own consent for nedical
care, or does soneone else do that for you (himher)?

RESPONDENT G VES CONSENT ....... .01 (SKIP TO Q.65)
*SOVEONE ELSE G VES CONSENT ...... .02
DON'T KNOW .oivviiiinneen .-1 (SKIP TO Q.G5)

Who generally gives nedical consent for you (PERSON)?

QO RCLE ONE
Fam |y menber.  ..iiieieeens .01
Legal guardian  ...i0eeeeees .02
Agency or school staff nenber. .....03
OTHER (SPECIFY).  iiviivene, .04
DON'T KNOW e ii e e e 1
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I"d like to ask you a few questions about how you (PERSON) handl e(s) your
(hi s/ her) noney.

GS5. Do you (Does PERSON) go shopping yourself (himherself) to buy things
like clothes and personal itens?

YES. . . . .. 01
NO, . . . . . . . .. ... ......00(SKPTO q.68)
DON T KNOW oo, .-1 (SKIP TO q.G8)
(S) . Wien you go shopping, do you select your own itens?
YES. . . . ..o 0 1
*NO. . . . oo 0 0
DON'T KNOW . & v ¢ v v v v ¢ o o o o o o= 1

(S G7. Do you (Does PERSON) usually pay the noney to the sal esperson
yoursel f (hinmlherself) or does soneone help you (himher)?

BY SELF. . . . . . . . . . . . . . . ..0
* SOVEONE HELPS.  ............ .02
DONTKNOW. . . . . . . . . ... ...-1
(S) 8. Do you (Does he/she) usually take care of your (his/her) bills by

yourself (himherself) or does soneone hel p you (himher) budget
your (his/her) noney and make sure your (his/her) bills get paid?

BY SELF. ..o .01
* SOVEONE HELPS. ... .oooaeet, .02
DCES NOTI' RECEIVE BILLS ........ .03
DON T KNOW oo, -1
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G9. Do you (Does PERSON) have a bank account of your (his/her) own--like
a savings account or checking account?

YES. . ... ... 01
NO. . . . . . . . . . . .. ... .. .00(SKIP TO q.611)
DON'T RNOW . . ... .., .« <« « « =« .=1 (SKIP TO Q.611)

(S) G10. Do you (Does PERSON) usually put noney into your (his/her) bank
account and take it out by yourself (himherself), or does soneone
hel p you (himher) do that? (DONOT COUNT BANK EMPLOYEES)

BY SELF. . . . . . . . . . . .. .. ..01
* SOVEONE HELPS.  ....civaees, .02
DON T 12430 N -1
(S) Gil. Do you (Does PERSON) have to have another person co-sign checks that
are made out to you?
*YES. . ..o 01
3o 00
DON T KNOW  ooiiiiieiinen -1
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(

Need for_ Representative Payee
(I'ncome Support, Mdule T)

NOTES: Measures in eelf-direction are also found in the

fol | owi ng modules:

Choosing Residence
(Living Arrangements/Demographics, Modul e A)

Choosi ng  Enpl oyne
(Enpl oynent/EducaHon/Gher Day Activity, Mdule I)

Need for Supervision o
(Mdules B and F (Self-Care and | ndependent Livin
Mdules 0, P, and Q (Formal and Informal Support)

8SI ng Le| sure Activities

9);

NOTES: (rS()) I- SCREENING OUESTI ON; * = RESPONSE CATEGORIES USED

DENTI FY PERSONS FOR roLLowuP SURVEY.
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(S)

H. EQUIPMENT/DEVICES

H1. Whi ch of the follow ng equipnent or special aids do you (does PERSON)
currently or regularly use? (READ ITEMS IN LISTS 1 AND 2, CODE
W THOUT ASKI NG ANY | TEMS/ EQUI PMENT REPORTED IN PREVI QUS QUESTI ONS.)

LIST 1 YES NO
*Manual or motorized wheelchair or scooter 01 00
*Crutches or walker 01 00
Leg, back, or other type of brace 01 00
Artificial arm or leg 01 00
*Assistive communication device

(e.g., comunfcation board) 01 00
Specially trained animals (e.g., guide dog) 01 00
*Respirator 01 00
*Feeding tube or machine 01 00
Specially equipped telephone (TTY, TTD, amplified) 01 00
Any other equipment or aids (SPECIFY) 01 00
LIST 2
Special shoes 01 00
Colostomy bag 01 00
Urinary catheter 01 00
Absorbent pads/diapers 01 00
Clothing with special fasteners or snhaps 01 00
Special dishes, cups or utensils to assist in eating 01 00
Braille or other adapted watch 01 00
Any other equipment or special supplies (SPECIFY) 01 00

T T S -]
|—\|—\|—\|—\|7<

[l [l 1 1 [l [l
[N [REN [N [REN [N [REN

1 [l [l [l [l [l 1 1
[REN [N [N [REN [N [N [N [N

NOTE: OVERLAPS W TH EQUI PMENT USED TO ASSI ST
| N_FUNCTI ONING._~ NEEDED TO LEAD INTO
QUESTIONS ON COSTS OF EQUI PMENT.
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H2. |INTERVIEMVER [|S "YES' CI RCLED FOR ANY EQUIPMENT/AIDS
IN Q.BH1, LI ST 1?

YES. . . . . ... ...0
NO . ., . .. . ... .00 (SKIP TO Q.H4)

(s) H3. a. Howold were you (was PERSON) when you (he/she) first began using
(this/these) equipnent or aid(s)?

i1 I AGE IN YEARS
(RECORD 00 I'F LESS THAN ONE YEAR QLD)
DON' T KNON ieiivvinennss .-1 = Was it before or
after you (he/she)
turned 227
*BEFORE 22 . .01
AFTER 22. . .02
DON' T KNOW .-1

bh. Didyou (PERSON) and/or your (his/her) famly pay for all or part
of the cost of (READ | TEMS FROM LI ST 1)?

YES. . . o 01
NO. . . . . . .. .. ... ......00(SKPTO q.H4)
DONTKNOV. . . . . . . . ... ... .-1(SKIP TO q.H4)

c. Intotal, how nuch did you (PERSON) and/or your (his/her) famly
have to pay for this/these iten(s), excluding costs that wll be
pai d back by insurance?

DONTKNOW. . . . . . . . ... ... .-1

He. | NTERVIEVER |S "YES® Cl RCLED FOR ANY EQUIPMENT/AIDS
IN Q.H1, LI ST 22

YES. . . ... ... ..0
NO. . . . . . .. ... .00 (SKP TO q.H6)
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HS. a. Dd you (PERSON) and/or your (his/her) famly pay for all or part
of the cost of (READ | TEM5 FROM LI ST 2)?

YES. .. ......... B o ) X
NO . ................. .00 (SKI'P TO Q.H6)
DONTKNOW. . . . . . . . . . . . . . .-1(SKIP TO q.Hs)

b. In total, in the past 12 nonths, how much did you (PERSON) and/or
your (his/her) famly have to pay for this/these iten(s),
excluding costs that will be paid back by insurance?

m\rT K’\O/\/ L R A ) LU R .'1

H6. | am going to read you a list of physical or structural modifications
that may be made in people's hones. Please tell ne which of these
modi fications you need (PERSON needs) and which ones are in place
where you live (PERSON lives).

N PLACE, DOES  DON"T
NEEDS PLACE NOT NEED KNOW

Shower seat, tub stool, or bath chair. . . .. .. 0 02 03 -1
Hand held shower .« « ¢ v ¢ ¢ o ¢« ¢ 0 0 v o o o o @ 01 02 03 -1
Raised toilet. .+ v ¢ ¢ ¢« v 4 v o ¢ v ¢ o o o s o+ o 01 02 03 -1
Portable toilet. . . . . . . .. .. e e e e e 01 02 03 -1
Widened doorway(S) « ¢ o « o o o o o o s ¢ s o o o 01 02 *03 -1
RAMP(S) - v o o e e e e e e e e e e e e e e e e o 01 02 03 -1
Removed door sills or raised threshold . . . . . . 00 02 03 -1
Moved light switches, electrical outlets,

and/or heating and cooling controls . . . . . . . 01 02 03 -1
Adjusted height of cabinets/storage areas,

counter tops, SINKS o « o o o v ¢ o o ¢ o s o o o 01 02 03 -1
Changed or repositioned sink or shower controls. . 01 02 03 -1
Faucets on side or front of sinks. . . .. .. .. 01 02 03 -1
Lever-style door handles . . . . . e e .01 02 03 -1
Visual signals for telephone or door . .« . . . . . 01 02 03 -1
Braille or raised markingS « « « o + ¢ o o ¢ « o & 01 02 03 -1
Accessible parking space or garage . « . « « . . . 01 02 03 -1
Sidewalks with curb cuts « « ¢« ¢ o o ¢ o o o 4o o s 01 02 03 -1
OTHER (SPECIFY). & v v v v e s v s s s o o o o o s 01 02 03 -1

NOTE: TH S | NFORMATION WLL BE USED W TH
OTHER MODULES TO DESCRI BE RESI DENTI AL
ENVIRONMENT. .
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H7.  INTERVIEWER: ARE ANY PHYSICAL OR STRUCTURAL
MODIFICATIONS ' | N PLACE* | N Q.H6?

YES . .. ... .01
NO. . . . . . . .00 (SKIP TO NEXT MODULE)
H8. Was your (PERSON S) residence chosen because of or renodel ed to have

these features or nodifications?
CHOSEN FOR MDIFICATIONS . . . . . . . .01 (SKIP TO NEXT MODULE)
REMODELED TO HAVE MODI FI CATI ONS. ... .02
DON' T KNOW  cvivevennnnns -1 (SKIP TO NEXT MODULE)

H9. a. Did you (PERSON) and/or your (his/her) famly make or have
soneone el se make these nodifications to your (his/her)
residence, or were they arranged for by an agency?

PERSON FAM LY MADE OR ARRANGED

FOR MDD FICATIONS.  ......... .01
AGENCY MADE OR ARRANGED FOR

MODIFICATIONS. . . . . . . .. ... .0O(SKP TONEXT MODULE)
DON T KNOW — eeveeeennnnn. .1 (SKIP TO NEXT MODULE)

h. Didyou (PERSON) and/or your (his/her) fanily receive any
financial assistance or reinbursement to help pay for these
nmodi fications?

YES. . . . . ... 01

Y N 0

DON' T KNOW 1
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l. EMPLOYMENT/EDUCATION/OTHER DAY ACTIVITY

EMPLOYMENT
[I. INTERVIEWER | S PERSON AGE 16 YEARS OR OLDER?
YES. . . . . . . . . .01.
NO . .. ... ... .0(SKIP TO Q.132)
(C) 12. Do you (Does PERSON) have a steady source of income--that you-get

(he/she gets) every other week or so--that covers your (his/her)
basic needs like housing, food, clothing, and transportation? Do you

(Does PERSON). ..
CROLE ONE
have a steady source of income that
covers basicneeds?.. . . . . . . . . . .0l
have a steady source of income but
it doesn't cover needs? Or,. ..ee0en 02
do you (does PERSON) not have
steady source of income? ..... o ++.03
DON T KNOWV iiiiiiiiiiiieens -1
13. Do you (Does PERSON) have enough money for fun activities and for
“little extras” like home decorations or special personal items?
YES. . . . ... 01
N 00
DON T KNOW i -1
DRAFT - MOD1 .1
MRDD- | . QUE ( QUE) 2/28/90



(c) 14. VWhat were you (was PERSON) doi ng nost of the past 12 nonths; working

at a job or business, keeping house, going to school, or something
else? (PRIORITY, IF 2 OR MORE ACTIVITIES REPORTED: 1) SPENT THE
MOST TIME DO NG 2) CONSIDERS THE MOST | MPORTANT).

WORKING: v ¢ v v v v v e e e e e e e e .01
KEEPI NG HOUSE.  ...oievenennn. .02 (SKIP TO Q.I7.a)
GO NG TO SCHOOL (I NCLUDING TRAI NI NG
OR DAY HABILITATION PROGRAM . . . . . . .03 (SKIP TO Q.18.a)
SOVETHI NG ELSE  ..iovivennnnn. .04 (SKIP TO Q.I8.a)
DON' T KNOW . . >~.. .-1 (SKIP TO Q.18.a)
(S) (C) 15. Does any inpairment or health probl emnow keep you (PERSON) from
working at a job or business?
YES, v v e e e e e e e e e e e e e e e e e 01 (SKIP TO Q.19)
NO. . . . . . . 0 0
DON T KNOW iiiiiiiienenns -1

(S) (C) 1s6. Are you (Is PERSON) limted in the kind or amunt of work you
(he/she) can do because of any inpairnent or health problenf

*YES. cheetaeressaenen .01 (SKIP TO Q.I9)

NO . .00 (SKIP TO Q.I10)

DON T KNOW  ..eenevnnnn.. —-. .-1 (SKIP TO Q.110)
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(s) (O 17. a. Does any inpairment or health probl em now keep you (PERSON) from
doi ng any housework at all?

RYES. . . . e e 01 (SKIP TO Q.I9)
NO © o 00
DONT KNOW .« o o o o o o e e e e e 1

b. Are you (Is PERSON) limted in the kind or amount of housework
you (he/she) can do because of any inpairment or health problen?

FYES. o v v o v e e e e e e e e .01 (SKIP TO Q.19)
NO. . . . . . . . . .. .00 (SKIP TO qQ.10)
DON T KNOW  ..ooaeee e« v e+ -1 (SKIP TO q.10)

(S) (c) 18. a. Does any inpairment or health problem keep you (PERSON) from
working at a job or business?

*YES. . . o e e e e e e e e 01 (SKIP TO Q.19)
NO. . . . e e e e e e e e 00
DON T KNOW  viveeiee o v 0 v o v o o e 1

Are you (I's PERSON) limted in the kind or amount of work you
(he/she) can do because of any inpairnent or health problen?

= 01 (SKIP TO Q.19)
NO. . o o o, .00 (SKIP TO q.110)
DON T KNON  eeeeeeer oo e e e e -1 (SKIP TO q.110)
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(S) (C) I9. a. What condition causes this?

(Wite-1In)

| F I NJURY/ OPERATION: When did [the (INJURY) occur?/(PERSON)
have the operation?]

| F OPERATION OVER 3 MONTHS AGC.  For what condition did you
(PERSON) have the operation?

| F OPERATION O-3 MONTHS CR |F PREGNANCY RE-ASK SAYING  Except
for (CONDITION)...?

h. Besides (CONDITION) is there any other condition that causes this

limtation7
YES..................\...01(RE-ASKQ.19.aTHEN
Q0 TO Q.19.c)
NO. ... ... ... ... ....... .0O(SKIP TOQ.19.4)
DONTKNOV. . v v v v v v v v v e e -1 (SKIP TO Q.19.4)

c. Wiich of these conditions would you say is the main cause of this
limtation?

CONDI TI ON:

(Wite-1In)
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How ol d were you when you (PERSON) first had this condition?
(CODE "00" IF AT BIRTH)

.1 _f AGE-IN YEARS
(RECORD "00" |F LESS THAN ONE YEAR OLD)

DONTKNOW. . . . . . . .. . . . . . . . .-1=>Ws it before

or after you
(PERSON) turned

2217

*BEFORE 22. 01
AFTER 22 . .02
DON' T KNOW. .-1

(c) 110. During the past 2 weeks, did you (PERSON) work at any tine at a job
or business not counting work around the house? (Include unpaid work
in the famly farmor business.)
YES. . . . . . . . . . . . . ... ... ..01(SKPTOQ.113)
NO. . . . . . . . 00
DONTKNOW. . . . . . . . . . . . ... . .-1(SKIP TO Q.127)
(cy 111. VWre you (Was PERSON) |ooking for work or on lay-off froma job
during those 2 weeks?
GRAE ONE
LOKING FORWORK . . . . . . . . . . . . . .01 (SKIP TOQqQ.I27)
ONLAY-OFF . . . . . . . . . . . . . ... .02(SKPTOQ.127)
NOT LOOKI NG FOR WORK OR ON LAY-OFF . . . . .03
DONTKNOW. . . . . . . . . .. ... .. .-1(SKIP TO q.127)
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112. Why were you (was PERSON) not working or |ooking for a job?
QROE ALL THAT APPLY

UNABLE FOR HEALTH REASONS. . . . . . . . . .01 (SKIP TO q.127)
LACK OF JOB SKILLS . . . . . . . . . .. .02 (SKIP TO q.127)
DISCRMNATION . . . . . . . . . . .. .. .03(SKIP TOQq.127)
CANNOT FINDAJOB, v v v v v e e e e 04 (SKIP TO Q.127)
CHOOSES NOT TO WORK. . . . . . . . . . .. .05 (SKI P TO q.127)
OTHER (SPECIFY). . . . . o oo .06 (SKIP TO Q.127)
DONT KNOWV . . . . o oo oo -1 (SKIP TO q.127)

113. a. During the past 2 weeks, did you (PERSON) have or work at nore
than one job?

YES. . . 01
NO . . . .. .00 (SKIP TO Q.1I14)
DONT KNOW . . . . . . . . . . . .. . . . .-1 (SKIP TO q.114)

b. How many jobs did you (PERSON) have or work at during the past 2
weeks?

1 1JOBS
DONTKNOW. . . . . . . . . .. ... ...-1

INTERVIEWER | NSTRUCTION. 1IN QUESTI ONS 114-I16, CODE THE JOB
AT VH CH THE PERSON WORKED THE MOST
HOURS AS H'SHER MAIN JOB. |F
PERSON HAS ONLY ONE JOB, CCDE TH'S
AS THE MAIN JCB.
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114. Last week, how many hours did you (PERSON) work (at each job)?

MAI' N JOB: i1 HOURS JOB 2: 111 HOURS
DON' T KNOW ...... -1 DON' T KNOW .... .-1

115. How much do you (does PERSON) get paid for the work that you do

(he/ she does) (at each job)? -~

MAINJOB: $ 1t ' | ! JoBz2: ¢ i __ M4 4 i__|
PERHOUR . . . . . .. . ... 01 PER HOUR. . . . . . . . . . .01
PER DAY. ... v v v v v v v v 02 PER DAY . & « o o o o o o & o 02
PERWEEE. .. . . . .. .. .. 03 PER WEEK. . . . . . . . .. .03
PER TWD WEEKS. . . . . . . . . . 04 PER TWO WEEKS . . . . . . . . 04
TWCE A MNTH . . . .. . .. .05 TWCEAMNMH. .. ... .. 05
ONCE AMNIH, . . . . .. .. .06 ONCEAMNIH . . . . . ... 06
OTHER (SPECIFY).  ....... .07 OTHER (SPECIFY) . . . . . . . 07
NOT PAID . . . . . . . . . .. .08 NOT PAID. . . . . . . . .. 08
DON' T KNOW . . . . . . . . .. -1 DON' T KNOW. . . . . . . . . -1

116. a. Wat kind of work do you (does PERSON) do?
MAIN JOB:

JOB 2

(Wite-1n)

b. Wat are your (PERSON S) nost inportant activities?
MAIN JOB:

JOB 2

(Wite-1n)
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(S 117. (Are any of/1s) your (PERSON S) current job(s) in a sheltered
workshop or enclave. or in an other program for persons wth
devel opmental disabilities7

*YES. e .01 (SKI P TO Q.I19)
N O . . . 00
DON' T KNOW e iie e iiii e 1

(S) 118. a. Did you (PERSON) get or learn (any of) your (his/her) job(s)
through a special training progran®

YES. . . . . .. s 01
NO. . .. ... .. ... ... ......0(SKIPTO Q.119)
DON T KNON  oeeeieeieeennann .-1 (SKIP TO Q.I19)

h. Was the training program..

CROLE ONE
*A transitional or supported
enpl oynent program Ceessesenan .01
A vocational rehabilitation program or. . .02
Anot her training program (SPEC FY) .... .03
DON T KNOW ceiiiiii i innens -1
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(s) 1109. I's there someone at work who helps you (PERSON) |earn how to do your
(his/her) job or soneone that you (PERSON) can ask questions about
how to do your (his/her) job?

*YES. . .. L . .01
NO. . . . ... . . . . .00 (SKIP TO qQ.121)
DON' T KNOW ... . . . . . . . . . ... . .-1 (SKIP TO Q.121)

(s) 120. I's this person soneone who works with you (PERSON), a supervisor at

work, someone froma training program or soneone el se?
CRCLE ALL THAT APPLY

COWRKER . . . . . . . . . . . . . w. .02
SUPERVI SOR. iiiiiiiiiennns .02
*SOVEONE PROM A TRAINING PROGRAM

(JoB COACH). tieiinvecnnnes .03,
SOVEONE ELSE/ OTHER (SPECIFY) . . . . . . . .04
DONTKNOV. . . . . . . . .. ... ....-1
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121. a. How did you (PERSON) get to your (his/her) job(s) during the past

two weeks?
CIRCLE ALL THAT APPLY
DRI VEN BY PARENTS/FRIENDS/HOUSEPARENTS . . .01
PICKED UP IN VAN CAR/ SCHOOL BUS/
SPECCAL BUS. . . . . . .. ... ..... 02
TAX .. oo 03

PUBLI C BUS/ OTHER PUBLI C TRANSPORTATI ON .. .04

WALKIBICYCLE & v v v v v v e e e e e v e e 05
DRVE(S) SELF. v v v v v v o v o e e e e 06
WORK AT RESI DENCE, NO TRANSPORTATI ON

N= =0 =0 N 07
OTHER (SPECIFY). . v v v v v v v v o =~. . .08
DON T RNOW . ¢ vt et e it e v e e o v -1

b. Do you (Does PERSON) have any problens or concerns with
transportation to and from work?

YES. . . . ... 01

NO. ... .................00(SKPTO q.122)

DON T KNOWV  tiivivencnananas .-1 (SKIP TO Q.I122)
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c. What problems or concerns do you (does PERSON) have?
PUBLI C TRANSPORTATION IS NOT AVAI LABLE. . .01
PUBLI C TRANSPORTATION IS NOT ACCESSI BLE. . .02
SPECI AL TRANSPORTATION IS NOT AVAI LABLE. . .03

NEEDS ASSI STANCE WTH TRAINING I'N
ARRANG NG OR USI NG TRANSPCRTATI ON. ... .04

TRANSPORTATION IS TOO COSTLY ....... .05
TRANSPORTATI ON 1S | NCONVENI ENT ...... .06
TRANSPORTATI ON IS  UNRELI ABLE ....... .07
OTHER (SPECIFY).  evvevrnnenenns .08
DON T KNOW  vvevnveienennnns -1

122. Did you (PERSON) choose your (his/her) curreat job or did someone
el se make the choice for you (himher)?

I NDI VI DUAL MADE CHOCE .......... .01
SOMEONE ELSE MADE CHOCE . . . . . . . . . .02 (SKIP TO Q.126)
DONTKNOW. . ., . . . . . . . . .. . . .-1(SKIP TO q.127)

123. Did you (he/she) talk about your (his/her) choices with anybody
before you (he/she) made the decision7

YES. o oo 01

NO. . . . . . v ... ... ......00(SKPTO Q.I27)

DONTKNOW. . . . . . . . . . . .. ... .-1 (SKIP TOQ.I27)
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124, Did the person you (he/she) talked to help by...

giving advice, or. . . . . . . . . . . ... 01

by actively looking for jobs for you
(himher)? . Coe e : .02

DON T KNOW it i i e e 1

125. who hel ped you (him her) make the decision?

Personal friend (unpaid) . . . .

Famly menber. . . . . . . . ..

Legal guardian . . . . . . . ..

Agency or school staff nember. .

OTHER ( SPECI FY).

G RCLE ALL THAT APPLY

...... 01 (SKIP TO Q.127)
...... 02 (SKIP TO Q.127)
...... 03 (SKIP TO Q.127)
...... 04 (SKIP TO Q.127)

.. .. .00 (SKIP TO Q.127)

DON' T KNOW .

126. Who made this decision for you (PERSON)?

Per sonal friend (unpaid)
Famly menmber. . . . . . . . ..
Legal guardian .

Agency or school staff nenber. .

OTHER (SPECIFY). . . . . . . . ..

-1 (SKIP TO Q.I27)

G RCLE ALL THAT APPLY

DON T KNOW  ........
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127. Are you (I's PERSON) on a waiting list for...
YES No DK
a. A sheltered workshop program . . . . . . . . .00 00 -1
b. A transitional or supported enploynent
program. . ... ... ... ..., 01 00 -1
c. A vocational rehabilitation program..... .01 00 -1
d Another job training program ........ .01 00 -1
(S 128. Have you ever participated in a (another) sheltered workshop or job
training program for persons with devel opnental disabilities?
*YES. . .. .01
NO. . . . . . . .. 0 0
DONT KNOV . « ¢ v v v v v v v v e o o o o, 1
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(s)

EDUCATI ON

NO QUESTIONS 129-131 IN TH S DRAFT.

132. a. Do you (Does PERSON) go to school now?
YES. © v o e e e e e e e e e e e e e 01 (SKIP TO Q.I34)
I\D --------------- * . I\' 0 O
DONTKNOV. « v v v v v v v v v e v e o s -1
b.  When you (PERSON) went to school, did you (he/she)'...
NEVER -
* ATTENDED DON T
YES No _S C H CgnowL
a. Attend special classes
or a special school. ..... 01 oo -4 1
h. Get special tutoring or
instruction outside of
your (his/her) usual
classroom (e.g., in a
resource roon)  ........ 01 o0 -4 1
c. Receive occupational or
physi cal therapy or other
related services during :
t he usual school day ..... 01 00 -4 1
* * *+ ALL SKIP TOQ.I40 * * *
THERE |'S NO QUESTION 133 IN THI S DRAFT.
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(S 134. As part of school, do you (does PERSON)...

* DON T
YES NO KNOW

a. CGet special tutoring or

instruction outside of

your (his/her) usua

classroom (e.g., in a

resource room  ..eeee.. 01 00 -1
b. Receive occupational or

physi cal therapy or other

related services during

t he usual school day. .....01 00 -1

135. a. Is the school that you go (PERSON goes) to a public or private

school ?
CIRCLE ONE
PUBLIC  vieieieinnannn .01
PRI VATE. e e, .02 )
DON T RNOW oo v e vneeennn, -1

b. Are you(ls PERSON) a day student or do you (does PERSON) |ive at
school during the school year?

G RCLE ONE
DAY STUDENT.  ciiiiieeeennnns .01
RESI DENTI AL STUDENT.  .iieeeieees .02
DON T KNOW  coeiinvinnnes .. -1
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136. a. Do you (Does PERSON) or your (his/her) famly pay any school
tuition or fees? (Including residential fees or room and board.)

YES.... . . . . . . . . . . . . ... ..01
NO. . . ... ... .. ... .......00(SKPTO Q.137)
DON T KNOW it -1 (SKIP TO Q.137)

b. In total, how much do you (does PERSON) or your (his/her) fanmly
have to pay for tuition or fees? (Including residential fees or
room and board.)

$ | i | i i !
PER MONTH . . . .« o v v v v v v v v v .. 01
PER SEMESTER . . . . . + v v ¢ v ¢ o o o « & 02
PER SCHOOL YEAR . . . . . . « .« . . - .03
DONT KNON. . = v o v v v v v e e v e e 1

137. How many hours per week do you (does PERSON) attend school ?
|__ ! 1 HOURS PER WEEK
DON T KNON et eiiiiiiennns -1

138. INTERVIEWER: |S PERSON AGE 16 OR OLDER?
YES. . . . . . .01
NO. ... .. . Q0 (SKIP TO NEXT MODULE)
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139. a.As part of going to school, are you (is PERSON) currently
learning about jobs and work?

YES. . . . .. ..o L0

NO. ... . . ... ... ... ..... .00 (SKIP TO q.140)
DONTKNOW. . . . . . . . . . ... ... .-1(SKIP TO Q.140)

b. To learn about jobs and work, do you (does PERSON) go to classes,
work at a job, or do both?

CROLE ONE
CLASSES ONLY . . . . . . . . .. ... .. .01 (SKIP TO q.140)
JBONY . . ... .02
BOTH CLASSES AND JOB . . . + + . . . v . . . 03
DONTKNON. . . . . .. ... ...... .1(SKIP TO Q.140)

.

c. INTERVIEVER |S THE ANSWER TO Q.I10, *YES"?
VES. . ... . ... .0

NO. . ........CO(SKP TO Q.I40)

d. Is this the job that you mentioned earlier or a different job?

DI FFERENT.  ceiiiiiiii e .02
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140. Are you (Is PERSON) in a (any other) programthat teaches you
(him her) about jobs and work?

YES. . . . ..o 01
NO. . . . . . . . . . . . . . . .. .. .00(SKIP TO Q.142)
DONTKNOW. . . . . . . . . . ... ... .-1(SKIPTO Q.142)

141. a. To learn about jobs and work, do you (does PERSON) go to classes,
work at a job, or do both?

CLASSES ONLY . . . . . . . . . . . . .. . .01 (SKP TOQ.I42)
JOBONLY . . o o o2
BOTH CLASSES AND JOB . . . . . . . . . .. .03
DONT KNOW . . o oo e e e e -1 (SKIP TO Q.142)

b. INTERVIEWER: ARE THE ANSWERS TO Q.I10 = '01' OR Q.I39.b =

'02' OR'03'7
YES. . . . . . . ... .01
NO. ... .......00(SKP TO Q.142)

c. |Is this the same job that you just told me about or a different
j ob7

DIFFERENT. . .. . . . . . . . . . . . . . .02
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143.

142. INTERVIEWER:

| S PERSON AGE 18 OR OLDER?

.00 (SKIP TO Q.I44)

...... 1 (SKIP TO Q.I44)

Are you now (IS PERSQN). ..

Enrolled in continuing education
cl asses or night school .

Enrolled in a GED program

OTHER DAY ACTIVITY

144, | NTERVI EVER

ARE THE ANSVERS TO QUESTI ONS 110, 132,
AND 140, "NO ?

YES. . . . . . . . .01

NO . . . . . ... .00 (SKIP TO Q.I52)
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145, You said that you are not (PERSON is not) currently working or going

to school. Do you (Does PERSON) take part in sone other day activity
on a regular basis such as an adult day program or volunteer work?

ADULT DAY PROGRAM .02

VOLUNTEER WORK . .01 (SKIP TO Q.152)

OTHER  (SPECIFY).  veverrrennnn. .03 (SKIP TO Qq.I52)

DONT  KNON  eerennnnnnnn. . .-1 (SKIP TO q.152)

146. During the past nonth, did you (PERSON) attend an adult day program
such as a program at a habilitation or devel opnental activity center?
(Do not include any school or training prograns you already told nme
about .)
YES. . . . . .. 01
NO . .00 (SKIP TO Q.152)
DON T KNOW  ceiiiieeinannns .-1 (SKIP TO Q.152y
147. How many days during the past nonth did you (PERSON) attend such a
progranf
1 | DAYS
DON T KNOW i e it ie e 1
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148. a. Mobst of the time, when you go (PERSON goes) to such a program
how do you (does PERSON) get there and back?

DRI VEN BY PARENTS/FRIENDS/HOUSEPARENTS . . .01
PICKED UP IN VAN CAR/SPECIAL BUS ... . . .02
TAXD ..o . . .03
PUBLI C BUS/ OTHER PUBLIC TRANSPORTATION . . .04
WALK/ BI CYCLE ~ vereneenennnn . . .05
DRI VE( S) SELF.  vvverrnnnnns . . .06
OTHER  (SPECIEY).  cvevvrvnnn. .. .07

DON T KNOW  ceeeiiinnnnn. -1

b. Do you (Does PERSON) have any problens or concerns wth
transportation to and fromthe adult day progranv

YES. . . .o
NO. . . ... ... ... .........00(SKPTO Q.52
DONT  KNOW  eeeernnnnnnnn. .. .-1 (SKIP TO Q.1I52)

c. What problens or concerns do you (does PERSON) have?
PUBLI C TRANSPORTATION IS NOT AVAI LABLE .. .01
PUBLI C TRANSPORTATION I'S NOT ACCESSI BLE. . .02
SPECI AL TRANSPORTATION |'S NOT AVAI LABLE. . .03

NEEDS ASSI STANCE WTH TRAINING I N
ARRANG NG OR USI NG TRANSPORTATI ON. ... .04

TRANSPORTATI ON 1S TOO OCSTLY .v..... .05

TRANSPORTATI ON 1S | NCONVENI ENT ...... .06
TRANSPORTATI ON  |'S  UNRELI ABLE ....... .07.
OTHER (SPECIFY).  vrrvrnnnnnnn .08
DON T KNOV  veereiennnnn, -1
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149. Are adult day prograns provided as part of your (PERSON S) living
arrangenent ?

YES. . .......... 01
NO & v v v v o v v e o o 4 4 e e e e e e 00
DON T KNOW i eii e i ieae e 1

150. Did you (PERSON) and/or your (his/her) fanily have to pay for any of
the costs of the adult day progranf

YES. . .

...... .01

...... .00 (SKIP TO q.I52)
................ -1 (SKIP TO Q.I52)

151. In total, in the past nmonth, how much did you (PERSON) and/or your
(his/her) famly have to pay for the adult day progran?

S i1

DONTERNOW . . . . . . . . . . . ... ...-1

152. Are you (Is PERSON) on a waiting list for an adult day progranf

YES. . .. ..o 0 1

NO v v o o v v o e e e e e e e e e e e e e 00

DONTKNOWV. « v v v v v v v v o v e e 1
DRAFT - MOD1 |.22
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J. CATEGORICAL CONDITIONS

INTERVIEWER INSTRUCTIONS: ASK Q.J2 IMMEDIATELY FOR EACH YES TO Q.J1 WHEN INDICATED. TAKE
EARLIEST AGE IF AGE DIFFERS FOR SYMPTOMS AND DIAGNOSIS/EVALUATION. ROUND AGE TO NEAREST

YEAR. CODE BIRTH AS 00.

(S J1.

Have you (Has PERSON) ever been di agnosed
or evaluated as having any of the
following conditions?

YES NO DK
Asthma. ..o, 01 00 -1
*Autism 01 00 -1
Birth Defects . 01 00 -1
*Cer ebr al Pal sy. ...ee.. . 01 00 -1
*Chi | dhood Schi zophrenia . 01 00 -1
*Cystic Fibrosis ........ 01 00 -1
*Devel opmental Del ay . 01 00 -1

(S)

symptoms first

J2.

| F YES,

How ol d were you (was PERSON) when you
were (he/she was) first diagnosed or
eval uated as having (CONDI TION) or when
appear ed?

—> PROBE: \AS | T BEFORE

| AGE 227

Age X —! YES NO X

R J— 1 01 00 -1
XXXXXXX XX XX XX XX
XXXXXXX XX XX XX XX
¥ 1 -1 01 00 -1
*_ oo - -1 01 00 -1
*¥1 -1 01 00 -1
XXXXXXX XX XX XX XX

NOTES: ACE | S NOT ASKED FOR CONDI TI ONS THAT ARE KNOWN TO OCCUR AT BIRTH.

CONDI TI ONS ARE PRESENTED | N ALPHABETICAL ORDER FCR PURPOSES O THE PROTOTYPE INSTRUMENT.

DRAFT - MODJ
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J1. Have you (Has PERSON) ever been diagnosed

or evaluated as having any of the
following conditions?

YES

*Down  Syndrone.  ........ 01
Epi | epsy or Qther Seizure

Di sorder. ereeeeas 01

Head Injury or Trauma. .... 01

Hearing |npairment - severe
(e.g., deaf or hard of hearing

with hearing aid) ...... 01
*Hydrocephalus.  ........ 01
Inherited Disorders Affecting

Devel opnent  ......... 01

Infantile Paralysis (Polio). .01
*Mental Retardation . . . . . . 01
M ssing or Malforned Linbs .. 01
Miltiple Sclerosis (MS.). . . 01
*Muscul ar Dystrophy (MD.). .. 01

Paral ysis of Linb(s),
Neck. or Head . . . . . . . . 01

DRAFT - MODJ
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NO

00

00

00

00

00

00
00
00
00
00
00

00

DK

-1

5.2

I F YES,

J2. Howold were you (was PERSON) when you
were (he/she was) first diagnosed or
eval uated as having (condition) or when
synptons first appeared?
—>PROBE: \\AS | T BEFORE
| ACGE 22?2
Age DK -*—“ YES NO [K
XXXXXXX XX XX XX XX
R 1 01 oo 1
(R J— 1 01 o0 1
R P -1 01 o0 -1
R, P -1 01 o0 -1
XXXXXXX XX XX XX XX
(R, P -1 01 oo -1
_—i -1 01 o0 -1
R P -1 01 o0 -1
R -1 01 o0 -1
—_ i 1 01 oo 1
— 1 01 o0 1

2/28/90- 11:29 am




| F YES,

Ji. Have you (Has PERSON) ever been diagnosed J2. How old were you (was PERSON) when you
or evaluated as having any of the were (he/she was) first diagnosed or
following conditions? eval uated as having (condition) or when

synptonms first appeared?

—> PROBE: WAS | T BEFORE

| ACE 227
|
YES NO DK Age DK —! YES NO [K
Severe Enotional Disturbance 1 -1 01 00 -1
or Mental |Illness ...... 01 00 -1
XXXXXXX XX XX XX XX
Sickle-Cell Anema ...... 01 00 -1
XXXXXXX XX XX XX XX
*Spina Bifida ......... 01 00 -1
(R S -1 01 00 -1
Spinal Cord Injury ...... 01 00 -1

Visual Inpairment - severe
(e.g., blind or visually ! ! ! -1 01 o0 -1
inmpaired even with glasses. .01 00 -1

Any Qther Serious Condition(s) N S -1 01 00 -1
Begi nning Before Age 22
(SPECIFY)  .eeevnenn 01 00 -1

NOTES: (S) = SCREENING QUESTI O\, * = RESPONSE CATEGORIES TO

| DENTI FY PERSONS FCE FOLLOWOP SURVEY

DRAFT - MODJ 5.3 .
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K. HEALTH STATUS

(C) K1. Woul d you say your (PERSON S) health in general is excellent, very
good, good, fair, or poor?

CRAE ONE
EXCELLENT . . . . . . . . . . . . . . .. ..0
VERY GOOD . . & « v v v v v v v o o o s o o 02
GOOD e e e e e 03
FAILR. . ... .. 04
POOR. . . . . . . .. o . 05
DON T KNOWV it iiiiieeeem 1
(C) K2. During the past 12 nonths, that is, since (l2-month date) a year ago,

about how many days did illness or injury keep you (PERSON) in bed _
more than half of the day? (Include days while an overnight patient
in a hospital as well as days spent |ying down or resting,)

L1 DAYS
DON T KNON it iinennansem 1
(C) K3. About how tall are you (is PERSON) w thout shoes?
FEET | NCHES
DONTKNOWN . . . . . . . . . . . ... ...-1
(C) K4. About how much do you (does PERSON) weigh without shoes?
L it 1 POUNDS
DON T KNON it ittt ieeanm 1
DRAFT - MODK K|
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K5. a. Do you (Does PERSON) snoke cigarettes now?

.00 (SKIP TO q.K6)

.................. 1 (SKIP TO Q.K6)

b. On the average, about how many cigarettes a day do you (does
PERSON) now snoke?

-, _; CIGARETTES
DON T KNOW -1

NOTES: MEDICAL CARE UT| LI ZATION IS GOVERED | N THB MCDULE
ON MEDI CAL AND HEALTH SERVICES.

PERSONS WITH CERTAIN CONDI TI ONS MAY NOT BE ABLE

TO REPORT HEI GHT AND/OR WEIGBT DUE TO DI FFI CULTY
I N OBTAI NI NG THESE MEASUREMENTS.

DRAFT . MODK K 2
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Now_
-No DK
00 -1
00 -1
00 -1
00 -1
00 -1
00 -1
00 -1
00 -1
00 -1
00 -1
00 -1
00 -1
00 -1
00 -1
00 -1
00 -1
00 -1
00 -1
00 -1
00 -1

YES

01
01
01

01
01
01
01
01
01
01

01
01
01
01
01
01
01
01
01
01

As | read

K6. | amgoing to read you another list of health conditions.
each condition, please tell me whether you now have (PERSON now has)
this condition or if you (PERSON has) ever had the condition?

YES
Al zheiner disease. . « « « v v o o o o 01
Anemia (chronic) . . . . . . . . . . . .. 01
Arthritis. . . . . . . . .o 01
Bedsores/ pressure sores/other skin
ulcers . . . . oL 01
Bl adder or urinary tract infections. ... 01
Blood clots. « « v v v ¢« v v o oo e e 01
Broken bones (fractures) . .« « ¢« ¢« ¢« « . . 01
Bronchitis (chronic) + « « ¢ « v ¢« ¢ « o« 01
Cancer/malignancy. .« « « « v o « ¢« ¢ o« o & 01
Cataract . . . . . . . . . ... 01
CGrculation problens including
VariCoSe VEBINS « « v v v v v v v v v o 01
Constipation (frequent, severe). . . . . . 01
Curvature or dislocation of the spine. . . 01
Diabetes v v v v v v v v e e e e e e e e 01
El evated (high) blood cholesterol. . . . . 01
Enphysema. . . . . . . . . .. 01
Gl | bl adder problems . . . . . . . . . .. 01
Faucoma . . . ... 01
Hearing inmpairnment (mld/noderate) . . . . 01
Heart conditions/problems. . . . . . . .. 01
DRAFT - MODK K3
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Ever

NO DK
00 -1
00 -1
00 -1
00 -1
00 -1
00 -1
00 -1
00 -1
00 -1
00 -1
00 -1
00 -1
00 -1
00 -1
00 -1
00 -1
00 -1
00 -1
00 -1
00 -1
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Now

YES NO DK
Hepatitis. . . . . . . . . . . . . . ... 01 00 -1
Hernia « o o« v v v v v s s e e e e e 01 00 -1
H gh blood pressure. . . . . . . .« . .. 01 00 -1
Stomach ulcer. . . . . . . . ... 01 00 -1
Preumbnia. . « . « ¢ v ¢ o v o 0w e 0. 01 00 -1
Prostate problens (males only) . . . . . . 01 00 -1
Skin rashes/infections (chronic) . . . . . 01 00 -1
SErOKE v ¢« v v v e e e e e e e e e e e e 01 00 -1
Thyroid disorders. . . . . . . . . . . .. 01 00 -1
Visual inpairment (mld/moderate). . . . . 01 00 -1

01

01

01

01

01

01

01

01

01

NOTE: CONDITIONS ARE PRESENTED | N ALPHABETI CAL

ORDER FOR PURPCSES OF THE PROTOTYPE
INSTRUMENT.

NOTE: C = NgI8 Core Questionnaire item
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00

00

00

00

00

00

00

00
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L. MEDICAL AND HEALTH SERVICES

(C) LI1. a. During the past 12 nonths, ABQUT how many times did you (PERSON)
see or talk to a nedical doctor or assistant? (Do not count
doctors seen while an overnight patient in a hospital, but
include any visits at hone, in a doctor's office orclinic, or in
an energency room or center.)

DON T KNOW it 1

b. I NTERVI EWER ARE ANY DOCTOR VI SI TS REPORTED?
YES. . . . . . . . .. .01
NO . 00 (SKIP TO Q.L2)

c. How many times in the past 12 nonths did you (PERSON) see or talk
to an orthopedist? (SUBTRACT QUT THESE VISITS, |F NECESSARY,
FROM Q.L1.a)

-1 -ITIMES
DON T KNOW. . oo vt vviennennns -1

d. How many times in the past 12 months did you (PERSON) see or talk
to a psychiatrist? (SUBTRACT QUT THESE VI SITS, |F NECESSARY,
FROM Q LI . a)

Ly I TIMES
DON'T RNOW: ¢« & ¢ & o o o o o o o o o o o =1
e. How many tines in the past 12 nonths did you (PERSON) see or talk

to other nedical doctors or assistants?

NOTE: THE NHI S COLLECTS DETAI LED INPORMATION REGARDI NG DOCTOR
VI SITS FOR ATWO-WEEK REFERENCE PERI OD | NCLUDI NG DATA
ON VI SITS TO THE EMERGENCY ROOM.
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f. Who paid or is expected to pay for your (PERSON S) doctor
visit(s) during the past 12 nonths?

CIROLE ALL THAT APPLY
You (PERSON) and/or your (his/her) famly . .01

Medi care or Medicare HMO  ......... .02
Medicaid. e .03
Veteran's benefits.  .oiiiiiin .04
CHAMPUS or CHAMPVA. . . . . . « « « « & « . . 05

Private insurance or non-Mdicare HVO ... .06

OTHER (SPECIFY)  cvveerinnnnnns .07

No cost to you (PERSON) and/or your
(his/her) famly or to third party

payor . . . . . . . . ... ... . .08
Included as part of residential services. . .09
DONT KNON v v v v o v v v s e e e e a e -1

g. INTERVIEWER: WLL ANY OF THE COSTS FOR (TH S/ THESE)

DOCTOR VISIT(S) BE PAID BY PERSON
AND/ OR HI S/ HER EBAMILY?

YES = .. .01

. (o 00 (SKIP TO Q.L1l.3j)

DON'T KNOW..... “...-1 (SKIP TO Q.L1.j)
DRAFT - MODL L.2
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h. In total, in the past 12 nonths, how much did you (PERSON) and/or
your (his/her) famly have to pay for (this/these) doctor
visit(s), excluding costs that will be paid back by insurance7

$

DONTKNOW . 0 0 0 0 0 o o o oo oo -l

i. \Wiere do you (does PERSON) usual |y receive health care?

GRAE ONE
DOCTORSOFFICE . . . . . . . . . . . . . ..0
CLINIC. i it et iieei i .02
HOSPI TAL. i i i en .03
OTrHER (SPECIFY) civeiviiiianen .04
DOCTOR ON STAFF AT RESIDENCE. . . . . . . . .05 (SKIP TO Q.L2)
DONT KNOW . . . . . . . . . . . .. ... 1

j. Wen you have gone (PERSON has gone) to the doctor in the past 12
months, how have you (has PERSON) usually gotten there and back?

CRCLE ALL THAT APPLY

DRI VEN BY PARENTS/FRIENDS/HOUSEPARENTS... .01

PICKED UP I N VAN CAR/ SPECI AL BUS. ..... .02

PUBLI C BUS/ OTHER PUBLI C TRANSPORTATI ON. .. .04

WALK/BICYCLE. . . . .« . . . . . . . . .05

DRI VE( S) SELF vt .06

AMBULANCE. ., . o oo, 07

OTHER (SPECIFY)  eveniinnennen, .08

DONT KNONW . . . . . . . . . . . . . . . ..-1
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(c) L2. Since (13-month hospital date) a year ago, were you (was PERSON)
a patient in the hospital overnight?
YES v v v v e e e e e e e e e e e e e e e e 01
NO . . . . . . . . . . .. .. .......00(SKPTO Q.L3)
DON T KNOW ciiiiiiiien -1 (SKIP TO Q.L3)
(C) How many different tinmes did you (PERSON) stay in any hospital
overni ght or longer since (13-month hospital date) a year ago?
b1 VTIMES
DONTKNOW . . . . . . . . . .. ... ...-1
Wio paid or is expected to pay for all or part of the costs of
your (PERSON S) hospital stay(s)?
C RCLE ALL THAT APPLY
You (PERSON) and/or your (his/her) famly . .01
Medicare or Medicare HMVO  ......... .02
Medicaid. i .03
Veteran's benefits. ..., .04
CHAMPUS or CHAMPVA. . . . « + « &« o« « « « & 05
Private insurance or non-Medicare HVD ... .06
OTHER (SPECIFY)  vivevnrennnnn. .07
No cost to you (PERSON) and/or your
(his/her) famly or to third party
PAYOL « ¢ v v v ¢ v v e e e e e e e e e e 08
Included as part of residential services. . .09
DON T KNOW et ei e -1
DRAFT - MODL L.4
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d. INTERVIEWER: WLL ANY OF THE COSTS FOR (TH S/ THESE)
HOSPI TAL STAY( IS:)A BE PAID BY PERSON

AND/OR HIS/HER M LY?
YES. . . . . . . ... .01
NO. ... . . . . . . .OO(SKIP TO Q.L3)

e. Intotal, since (NH S 13-month hospital date), how much did you
(PERSON) and/or your (his/her) famly have to pay for
(this/these) hospital stay(s), excluding costs that wll be
pai d back by insurance7

DONTKNONW . . . . . . . . . . .. ... ..-1

L3. a. Since (NH S 13-month hospital date), have you (has PERSON) been
placed tenporarily outside the honme overnight or longer for
behavior or nental health reasons? (Include placements in
hospitals or crisis centers.)

YES .
NO .

DON' T KNOW .

h. How many times since (NH'S 13-nonth hospital

.01
.00 (SKIP TO Q.L4)
-1 (SKIP TO Q.L4)

date), have you (has

PERSON) been placed tenporarily outside the home overnight or

| onger for behavior or menta

DON T KNOW .o

DRAFT - MODL L.5
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c. W paid or is expected to pay for all or part of the costs of
these placenents7

CRCLE ALL THAT APPLY
You (PERSON) and/or your (his/her) famly . .01

Medicare or Medicare HMO . . . . . . . . . .02
Medicaid, . . v v v v v v hh e e e e e e 03
Veteran's benefits. . . . . . . o . o L, 04
CHAMPUS or CHAMPVA. . . . . v « « & « « « 4 05
Private insurance or non-Medicare HVO . . . .06
OTHER (SPECIFY) '« v v v v v v v e e e e e o 07

No cost to you (PERSON) and/or your
(his/her) famly or to third party

PEYOL v ¢ ¢ ¢« v ¢ o v o o o o o o o o o s s 08
Included as part of residential services. . .09
DON T KNOW eiiiiiiiieeens -1

NOTE: ALTHOUGH THE NH S ASKS ABQUT ALL OVERNI GHT
HOSPI TALI ZATI ONS, ESTI ON L3 | S | NTENDED
TO COLLECT | NFORVATI ON SPECI FI CALLY ON
QUT- OF- HOME PLACEMENTS FOR MENTAL HEALTH
OR BEHAVI ORAL REASONS.
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| NTERVI EWMER: WLL ANY OF TBE COSTS FOR THESE PLACEMENTS
BE PAID BY PERSON ANDY OR BIS/EER FAM LY?

YES. ... 01
NO . .. .........00(SKP TOqQ.L4)
DON T KNOW ........ -1 (SKIP TO qQ.L4)

In total, since (NH'S 13-month hospital date), how nuch did you
(PERSON) and/or your (his/her) famly have to pay for these
pl acements, excluding costs that will be paid back by insurance?

DON T KNOW ceieiiiienes, -1

L4. In the past 12 nonths, have you (has PERSON) been a resident of
any nursing or conval escent hone?
YES. . . . . .. 01
NO. . . . .00 (SKIP TO Q.L5)
DONTKNOW & v v v v v s e e e e v e e e .-1 (SKIP TO Q.L5)
In total, how many days did you (PERSON) stay in a nursing or
conval escent hone during the past 12 nonths?
11 DAYS
DON T KNOW . RN -1
DRAFT - MODL L.7
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c. Wi paid or is expected to pay for all or part of the costs of
your (PERSON S) stay(s) in the nursing or conval escent home?

You (PERSON) and/or your

CRCLE ALL THAT APPLY

(his/her) famly ..01

Medicare or Medicare MO . . . . . . . . .. 02
Medicaid. . . . ¢« . v 0o oo e e e e 03
Veteran's benefits. . . . . . o oo 000 04
CHAMPUS or CHAMPVA. . . . . . « « « v « o« « & 05
Private insurance or non-Medicare HMO . . . .06
OTHER (SPECIFY) . v v v v v v v e v v v v v 07
No cost to you (PERSON) and/or your

(his/her) famly or to third party

PAYOL « . ¢ & ¢ o ¢ o o s o o o o o o o o o 08
Included as part of residential services. . .09
DON T KNOW  oeiiiieieenes -1

d.  INTERVIEWER: WLL ANY OF THE COSTS FOR (THI S/ THESE)

STAY(S) IN THE NURSI NG 0r CONVALESCENT
BOME BE' PAI D BY PERSON AND/ CR (HIS/EER)

FAMILY?

YES . 01

NO. .00 (SKIP TO Q.L5)

DON' T KNOW ..... .-1 (SKIP TO Q.LS)
DRAFT - MODL L.8
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e. Intotal, in the past 12 nonths, how nuch did you (PERSON) and/or
your (his/her) famly have to pay for (this/these) stay(s) in the
nursing or conval escent hone, excluding costs that will be paid
back by insurance7

DONTKNOW . 0 0 0 0 0 o o o oo oo -l

LS. a. How many tinmes have you (has PERSON) seen a dentist in the past
12 nont hs?

'\ {___| TIMES

DONTKNOW . . . . . o o o o o oo oo o1

b. INTERVIEWER ARE ANY VI SITS TO THE DENTI ST REPORTED?
YES ...... .01
NO. . .. ... . Q0 (SKIP TO NEXT MODULE)
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c. W paid or is expected to pay for all or part of the costs of

(this/these) dental visit(s)?

CRCLE ALL THAT APPLY

You (PERSON) and/or your (his/her) famly . .01

Medicare or Medicare HMO  ......... .02
Medicaid. e .03
Veteran's benefits. .. ..o, .04
CHAMPUS or CHAMPVA. . . . . . « v « v « « « . 0S

Private insurance or non-Mdicare HVO ... .06

OTHER (SPECIFY)  vevrrenennnnn. .07

No cost to you (PERSON) and/or your
(his/her) famly or to third party

PAYOL « + + 4 v v ¢ ¢ 4 e s e e e e e e e 08
Included as part of residential services. . .09
DONTKNOW . . . . . . . . . . . ... ...-1
d. INTERVIEWER: WILL ANY OF THE COSTS FOR (TH S/ THESE)
DENTAL VI SIT(S) BE PAID BY PERSON ANDI (R
HIS/HER FAMILY?
YES. ... .. . .01
NO. . . . . . . . .00 (SKIP TO NEXT MODULE)
DON' T KNOW .. . .-1 (SKIP TO NEXT MODULE)
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e. Intotal, in the past 12 nonths, how nuch did you (PERSQON) and/or
your (his/her) famly have to pay for (this/these) dental
visit(s), excluding costs that will be paid back by insurance?

DON T KNOW i 1

NOTE: C = NHIS Core Questionnaire i tem

DRAFT - MODL L.11
NRDD- L. QUE ( QUE) 2/28/90



M. MENTAL HEALTH SERVICES

a. During the past nonth, did you (PERSON) have any visits with or
attend any group sessions led by a nental health professional
such as a psychol ogist, psychiatric nurse or psychiatric social
worker?  (Include any sessions with nental health professionals
at your (PERSON S) residence.)

YES . & v vt v e e e e e e e e e e e e e e 01
NO . . . . . . . . . . . . . . . .. ... 00(SKIP TO q.M2.a)
DONTKNOW . . . . . . . . . . . . . . . . .-1(SKIP TO Q.M2.a)

b. How many visits or sessions did you (PERSON) have with such a
mental health professional in the past nonth?

1V VISITS/ SESSI ONS
DON T KNON  ciiiiiiiiiiennas -1
c. Wre any of these visits or sessions provided through an agency

or organization that mostly assists persons wth mental
retardation or devel opmental disabilities?

YES. . . . . . . 01

1 0 )

DON T KNOW 1
DRAFT - MODM M|
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M. INTERVIEWER: |S PERSONAGE 0 THROUGH 5?

YES. . . . . . . . . .0
NO. . . . . . . . . .00 (SKIP TO q.M4)
(s) 8. a. Does soneone from a school or agency work with (PERSON) to help

(PERSON) develop in such areas as moving around, talking, getting
along with others, or |earning7

*YES. . .. 01
NO. . . . . . . o 00
DON' T KNOW 1

h. Does someone froma school or agency work with (PERSON S) fanily
to help themlearn howto care for (PERSON S) special needs?

*YES. . . . . ..o
(o 00
DON T KNOW  oiiiiiiieen -1
c.INTERVIEWER: | S TEE ANSWER TO Q.M3.a OR Q.M3.b, "YES'?
YES. . . . . ... 01
NO . . ... . .... .00 (SKIP TO Q.M4)
DONT KNOW . . . . .. -1 (SKIP TO Q.M#)
DRAFT - MODM M 2
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d. How many times during the past month did someone from a school or
agency work with (PERSON) and/or (his/her) famly?

LV TIMES
DONTKNOW. . . . . . ... .. ... ...-1
e. Were did that usually take place?
IN (PERSON S) RESIDENCE. ......... .01
INASCHOOL OR CENTER . . . . . . . . . . .02
IN A STAFF MEMBER S PRI VATE OFFI CE
(OQUTSIDE OF A SCHOOL OR CENTER). . . . . .03
OTHER (SPECIFY). . . . . . . . . . . . . . .04
DONTKNOW. . . . . . . . ... ... ...-1
Mi.  INTERVIEWER: IS PERSON AGE 6 OR OLDER?
YES.  ...... .01
NO. .. .... .00 (SKIP TO Q.M6)
(S) Vb. a. Did soneone froma school or agency work with you (PERSON) before

you were (he/she was) 6 years old to help you (PERSON) develop in
such areas as moving around, talking, or |earning?

*YES. ... ... .. N ) 1

N O . . . . . . 00

DON' T KNOW 1
DRAFT - MODM M3
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b. Did someone froma school or agency work with your (PERSON'S)
famly before you were (he/she was) 6 years old to help them
learn how to care for your (PERSON S) special needs?

*YES. . .o 01
o 00
DON T KNOW i . -1
VG. a. During the past nonth, did sonmeone froma school or agency work
with you (PERSON) and/or your (his/her) famly to help you
(PERSON) handl e problens (at home or at work) or learn how to get
along with other people?
YES. . . . . .. 01
NO. . . .. . ... .. ... ... ... .00(SKIP TOq.Ms.d)
DON T KNOW  iiiiiiiiiinennes -1 (SKIP TO Q.M6.d)

b. How nmany tines in the past nonth did someone froma school or

agency work with you (PERSON) and/or your (his/her) famly?
Lt !TIMES
DON T KNOW i i i i i 1

c. Was this assistance provided through an agency or organization
that nostly assists persons with mental retardation or
devel opnental disabilities?

YES. . . . . . 01

NO. . . . . . . 00

DON T KNOW  oiiiiiiiienns, -1
DRAFT - MODM M4
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d. INTERVIEWER:

Q.M6.a, "YES"?

| S THE ANSWER TO Q.Ml.a OR Q.M3.c, OR

YES. . . . . . . .01
NO. . ... .. .OO(SKIP TO NEXT MXDULE)
M. a. Wio paid or is expected to pay for all or part of the costs of

these services (including visits or sessions with nental health
professionals and help in learning, handling problens, and
getting along with others?)

DRAFT - MCDM

CRCLE ALL THAT APPLY

You (PERSON) and/or your (his/her)
famly) . . . . . . . . . . ..

Medicare or Medicare HMO  .........
Medicaid. e e
Veteran's benefits. ..ol
CHAMPUS or CHAMPVA. . . . . . « « « « « & .

Private insurance or non-Mdicare HVO ... .

OTHER (SPECIFY)  viverrnennnnns

No cost to you (PERSON) or your (his/her)

famly or to third party payor...... .

Included as part of residential services.

DON T KNOW coiiiiei e,

M.5

MRDD-M.QUE ( QUE)

.01

.02

.03

.04
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b. INTERVIEWVER WILL ANY OF THE COSTS FOR THESE MENTAL

HEALTH, DEVELOPMENT, OR BEHAVI OR MANAGEMENT
SERVI CES BE PAID BY PERSON AND' OR HI S/ HER

FAMILY?

YES. . . . . . .01

NO. . ... .. . Q0 (SKIP TO NEXT MODULE)
DON T KNOW . .:1 (SKIP TO NEXT MODULE)

c. Intotal, in the past nonth, how nuch did you (PERSON) and/or
your (his/her) famly have to pay for these services, excluding
costs that will be paid back by insurance?

DONTKNOW . . . . . . . . . . . . ... ..-1

DRAFT - MODM M 6
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N. CASE MANAGEMENT SERVICES

(S) N1. a. In the past 6 months, have you (has PERSON) had a case nanager or
someone from an agency or organization that you (he/she) could
turn to for assistance?

= .01 (SKIP  TO  Q.N2.a)
NO & v v v e e e e e e e e e e e e e e e 00
DON' T KNOW  oeveeeenennennns 1

b. In the past 6 nonths, has someone from an agency or organization:

%

YEs NO DK
Determnned your (PERSON S)
eligibility for services. . . . . . .01 00 -1
Devel oped an individual plan
of services for you (PERSON). ....01 00 -1
Made referrals for service for
you (PERSON) or arranged for
your (PERSON S) placenment in
Prograns. . ieieeeneeenn .01 00 -1
Assessed your (PERSON S) progress
in prograns or with services. . . . .01 00 -1
Assisted you (PERSON) in solving
probl ens. .00 00 -1
C. INTERVIEWER: ARE ANT CASE MANAGEMENT SERVI CES REPORTED
I N Q.N1.b?
YES. ... ... ... .01
NO. . . v v v v e . .00 (SKIP TO q.N3)
DRAFT - MODN N. |

VRDD- N. QUE ( QUE) 2/27/90



N2. a. How many times in the past 6 nonths has a case nmnager or Someone
from an agency or organization provided you (PERSON) with (such)
assi stance?

f__V___| TIMES
DONTKNOW. . . . . . . . . . . . ... ..-1

b. Was this assistance provided by one person or nore than one

person?
ONE PERSON . . . . . . . v v v it .01 (SKIP TO NEXT MODULE)
MRE THAN ONE PERSON . . .+ « « « « + « . . 02
DON TKNOW i i i i en .=1 (SKIP TO NEXT MODULE)

c. Were these people all fromone agency or were they fromnore than
one agency?

ONE AGENCY ittt .01
MORE THAN ONE AGENCY . . . . . . . . . . . .02
DON T KNOWV ittt e it n e e 1
(s) d. (Does this agency/Do any of these agencies) nostly assist persons
with nental retardation or devel opnental disabilities?
*YES. . .., .01 (SKIP TO NEXT MODULE)
NO. . . . . . . .Q0 (SKIP TO NEXT MODULE)
DON T KNOW i, .-1 (SKIP TO NEXT MODULE)
DRAFT - MODN N. 2
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(S) N3. In the past 5 years, have you received any assistance from a case
manager or any services such as housing or enploynent support from an
agency or organization that nostly assists persons wth nental
retardation or devel opmental disabilities?

*YES. ..o 01
NO . v v v v v v s e e s s e s e e e 00
DONT KNOW . . . . v v v v v v v v e e e e 1

NOTES:  (8) = SCREENING QUESTI ON; * = RESPONSE CATEGCRI ES USED
TO | DENTI FY PERS FOR FOLLOWUP SURVEY.

DRAFT - MODN N3
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0. FORMAL SUPPORT

INTERVIEWER: | S TH S AGROUP FACI LI TY
| NCLUDE SUPERVI SED APART

.01 (SKIP

I\SESEE Q.A5)? DO NOT
NTS.

TO MODULE o)

01. Pl ease tell

me the nanes of any people--who do not

live with you

(PERSON) - - but who cone to help you (himher) in your (his/her) hone as

part of their paid

or volunteer work.

: ! _ These could be people who cone
from an agency or organization |like a social

wor ker or people you

(PERSON) or your (PERSON S) famly hired privately. |F MORE THAN 5
NAMES ARE G VEN, ASK ABOUT THE 5 WHO HELPED THE MOST.
| F "NONE', CHECK HERE AND SKIP TO NEXT MODULE |___!.

NAWE 1: NAWE 2:

ASK (.02-06 FOR EACH CAREGIVER
NAMED &PLEASE NOTE: Q.OZ IS ON
pes. 1-2, 0.03-04 ON PGS. 34,
0.05-06 ON Pes. 5-6.)

02. |'s (NAME) from an agency or
organi zation, someone you
(PERSON) or your (his/her)
family privately hired, or an
employee of where you (he/she)

live(s)?

AGENCY/ORGANIZATION. .. ..ot ..
PRIVATELY HIRED................ 02
EMPLOYEE OF RESIDENCE.......... 03
DON"T KNOW

DRAFT - MOD-O
VRDD- O QUE (QUE)

0.1
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NAME 3: NAME 4: NAME 5:
AGENCY/ORGANIZATION. .. ..ot ... 0 1 |AGENCY/ORGANIZATION............ 0 1 | AGENCY/ORGANIZATION. ........... 01
PRIVATELY HIREDusssssssssosssessd 2 PRJVATELY HIRED. ... ........... 0 2 PRIVATELY HIRED................ 02
EMPLOYEE OF RESIDEMCE..........0 3 HMPLOYEE OF RESIDENCE ........ .0 3 | EMPLOYEE OF RESIDENCE.......... 03
DON™T KNOW. ..o - 1 |DON"T KNOW......cooociiaino... - 1 |DON"T KNOW.....ocoioeiiaana .. -1

DRAFT - MOD-O 0.2
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NAME 1:

NAME 2:

03. What does (NAME) generally
help you (him/her) with?

(CIRCLE ALL THAT APPLY)

IF O MENTION OF PERSONAL
CARE, ASK: Does (NAME) help
you with eating, dressing,
getting in or out of a bed or
chair, bathing, or using the
toilet?

IF NO HENTION OF MEAL PREPARA.
TION OR HOUSEWORK, ASK: Does
(NAME) help with your meals,
shopping, laundry, or other
housework?

PERSONAL CARE. ... ... .. ......... 0
PREPARING/DELIVERING  MEALS..... 02
HOUSEHOLD CHORES.............. 03
SHOPPING/RUNNING ERRANDS. ...... 04
TAKING MEDICATION/HEALTH 5
MANAGING MONEY ................ 06

SUPERVISION vuevaennnenasesenes 07
MANAGING ASSISTIVE DEVICES..... 08

SPEECH AND HEARING/PHYSICAL/
OCCUPATIONAL/THERAPY......... 09

TAKING PERSON TO LEISURE
ACTIVITIES (TRANSPORTATION

L PERSONAL CARE.....covvuenennn ..01
PREPARING/DELIVERING ~ MEALS..... 02
HOUSEHOLD CHORES.............. 03
SHOPPING/RUNNING ~ ERRANDS....... 04

TAKING ~ MEDICATION/HEALTH
CARE

MANAGING MONEY
SUPERVISION
MANAGING ASSISTIVE DEVICES..... 08

SPEECH AND HEARING/PHYSICAL/
OCCUPATIONAL/THERAPY . ........ 09

TAKING PERSON TO LEISURE
ACTIVITIES (TRANSPORTATION

OR SUPERVISION)............. .10 OR SUPERVISION)...cvuvennsss. 10
TAKING PERSON TO PLACES/ TAKING PERSON TO PLACES/
APPOINTMENTS (SUPERVISION APPOINTMENTS (SUPERVISION
OR TRANSPORTATION).......... A1 OR TRANSPORTATION)........... 11
OTHER (SPeclFY). .............. 12 | OTHER (SPECIFY).uvevusenanasaaal2
DON*T KNOW. .o eea -1 | DON*T KNOW. ..o iiaaaaat -1
04. How many hours in a typical " ! } HOURS ! ! | | HOURS
week or month does (NAME) come
to your (his/her) home to help|WEEK........................... 01 | WEEK .ot 01
you (him/her)?
MONTH. ... ... 02 | MONTH .. et e ees 02
0] 0 -1 |DON"T KNOW ....ooeeeeeeeeannn.. -1
DRAFT - MOD-O 0.3
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NAME 3: NAME 4: NAME 5:

PERSONAL CARE.................. 0l | PERSONAL CARE................ . t | PERSONAL CARE................. Q1
PREPARING/DELIVERING MEALS..... 02 | PREPARING/DELIVERING MEALS..... 02 | PREPARING/DELIVERING  MEALS..... 02
HOUSEHOLD CHORES.............. 03 | HOUSEHOLD CHORES.............. 03 | HOUSEHOLD CHORES.............. 03
SHOPPING/RUNNING ~ ERRANDS....... 04 | SHOPPING/RUNNING  ERRANDS....... 04 | SHOPPING/RUNNING ~ ERRANDS....... 04
TAKING  MEDICATION/HEALTH TAKING MEDICATION/HEALTH TAKING  MEDICATION/HEALTH

CARE........ .. 05 CARE ........ 05 CARE . ... . 05
MANAGING MONEY................ 06 | MANAGING MONEY........ccooon... 06 | MANAGING MONEY................ 06
SUPERVISION . . ... ... ... 07 [ SUPERVISION . .. ... .. 07 ] SUPERVISION . ................ .. 0

MANAGING ASSISTIVE DEVICES..... 08

SPEECH AND HEARING/PHYSICAL/
OCCUPATIONAL/THERAPY . ........ 09

TAKING PERSON TO LEISURE
ACTIVITIES ~ (TRANSPORTATION
OR SUPERVISION)ssuvassusressdl0

TAKING PERSON TO PLACES/
APPOINTMENTS  (SUPERvISION

MANAGING ASSISTIVE DEVICES..... 08

SPEECH AND HEARING/PHYSICAL/
OCCUPATIONAL/THERAPY . ........ 09

TAKING PERSON TO LEISURE
ACTIVITIES (TRANSPORTATION
$&SUPERVISION) ... ... ... .10

TAKING PERSON TO PLACES/
APPOINTMENTS ~ (SUPERVISION

MANAGING ASSISTIVE DEVICES..... 08

SPEECH AND HEARING/PHYSICAL/
OCCUPATIONAL/THERAPY . ........ 09

TAKING PERSON TO LEISURE
ACTIVITIES  (TRANSPORTATION
QR SUPERVISION) .. .. cnene.. 10

TAKING PERSON TO PLACES/
APPOINTMENTS ~ (SUPERVISION

R TRANSPORTATION)....... .. .11 | OR TRANSPORTATION)..... eeees Al | QR TRANSPORTATION).......... Al
OTHER  (SPECIFY)....uennennenn. 12 | OTHER  (SPECIFY).....eeueenn... 12 [ OTHER (SPECIFY).eureuueannanss 12
DON"T KNOW. ..o eeeneenene .. AL DONST KNOW. ..o A DON'T  KNOW. oo -1

noL 4 _l HOURS W _ _!_ | HOURS |t 1 ! HOURS
= OLWEEK «ueneeeeae e 01 | WEEK . ..o 01
MONTH - e e e e 02 MONTH ..o 02 [ MONTH ..o 02
DON'T KNOW ..o SLON™T KNOW ..o, 1| DON'T KNOW..............i... 1
DRAFT - MOD-O 0.4
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NAME 1:

NAME 2:

05. Who paid or is expected to paV
for all or part of the costs
of (this/these) service(s)?

(CIRCLE ALL THAT APPLY)

You (PERSON) and your
(his/her) family

......... (G0 TO §.6)ue.rvvesall
Medicare or Medicare HMO....... 02
Medicaid. ...ooeoieeineaaaann. 0 3
Veteran®s benefits............. 0 4
CHAMPUS or CHANPVA.... ......... 0
Private insurance or

non-Medicare HM0.....vov0uene 06
Other (SPECIFY) -uuuunnnnnn 07

You (PERSON) and your
(his/her) family
......... (GO TO Qu6)uevsanan ll

Medicare or Medicare HMO....... 02
Medicaid....................... 03
Veteran®s benefits............. 0 4
5 CHAMPUS or CHAMPVA............. 05

Private insurance or
non-Medicare HMO............. 06

Other (SPECIFY)

No cost to you (PERSON) and/
or your (his/her) family or
to third party payor.........08

DON™T KNOW. - - eeeees -1

No cost to you (PERSON) and/
or your (his/her) family or
to third party payor.........08

DON™T KNOW. .. eeiees

06. In total, in the past month,
how much did you (PERSON)
and/or your (his/her) family
have to pay for (this/these)
services?

Sl

DON™T KNOW. -« eeeees -1

$_ 4 1

DON™T KNOW. ..o eieees

DRAFT - MOD-O
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NAME 3: NAME 4: NAME 5:

You (PERSON) and your You (PERSON) and your You (PERSON) and your
(his/her) family (his/her) fanmily (his/her) family
e e oo - . . (60 TO Q.6)..... B 1 (GO TO Qub)uverernrs ) (GO TO QuB)veevraes sl
Medicare or Medicare HMO....... 02|Medicare or Medicare HMO....... 02 Medicare or Medicare HMO....... 02
Medicaid.......ooeveneaann... 03 | Medicaid....coveeeonuennaa.. 03 |Medicaid....coveeeonnanaaa.. 03
Veteran®s benefits............ 04 | Veteran"s benefits............. 04 | Veteran®"s benefits............. 04
CHAMPUS or CHAMPVA.............05|CHAMPUS or CHAMPVA.......cveve. 05 CHAMPUS or CHAMPVA..... sererses 05
Private insurance or Private insurance or Private insurance or
non-Medicare HMO............. 06 non-Medicare HMO............. 06 non-Medicare HMO............. 06
Other (SPECIFY) ............... 07 | Other (SPECIFY)............... 07 | Other (SPECIFY).....cooooioi... 07
No cost to you (PERSON) and/ No cost to you (PERSON) and/ No cost to you (PERSON) and/
or your (his/her) family or or your (his/her) family or or your (his/her) family or
to third party payor......... 08 to third party payor......... 08 to third party payor......... 08
DON"T KNOW. - o ceee i i aee oo —IL DON"T KNOW.eueeveruanneasaasaas=l DON"T KNOW. .. ... ooo.ao.... -1
ST T N ST N T O O T
—_— N S S S —
DON"T KNOW. .o ooeeiieeeea e e =1 |DON"T KNOW. ..o eaaane =1 |DON"T KNOW. e ieeaaa et -1
DRAFT - MXD-O 0.6
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P. LIVE-IN FORMAL SUPPORT

P1. The next questions are about people that--as part of their paid or
volunteer jobs--live with you (PERSON) and help you (hinmfher) take care

of yourself (himherself):

Please tell nme the names of any people who are

currently living with you because of their paid or volunteer work. IF
MORE THAN 5 NAMES ARE G VEN, ASK ABQUT THE 5 WHO HELPED THE MOST.
|F "NONE", CHECK HERE AND SKIP TO NEXT MODULE .
NAVE 1: NAME 2:
ASK Q.2-P5 FOR EACH LIVE-lI
CAREGIVER NAMED. (NOTE: Q.P2-P3
ARE ON PGS. 1-2, Q.P4-P5 ON
PGS 13-4,)
P2. IS (NAME) from an agency or AGENCY/ORGANIZATION ... ....... .01 | AGENCY/ORGANIZATION ........... .01
organization, someone you
(PERSON) or your (his/her) PRIVATELY HIRED................ 0 2 | PRIVATELY HIRED........cccuennn 02
family privately hired, or an
employee of the place where EMPLOYEE OF RESIDENCE.......... 0 3 | EMPLOYEE OF RESIDENCE.......... 03
you (he/she) live(s)?
OON™T KNOW - e e eeeieeeeeee =1 | DON"T KNOW ..o eaens -1
P3. What does (NAME) generally PERSONAL CARE .....ceccieruicnn-n .01 | PERSONAL CARE ........cceenen.. .01
help you (him/her) with?
(CIRCLE ALL THAT APPLY) PREPARING/DELIVERING MEALS..... 0 2 | PREPARING/DELIVERING MEALS..... 02
IF O MENTION OF PERSONAL HOUSEHOLD CHORES/LAUNDRY....... 0 3 | HOUSEHOLD CHORES/LAUNDRY....... 03
CARE, ASK: Does (NAME) help
you with eating, dressing, SHOPPING/RUNNING ERRANDS....... 0 4 | SHOPPING/RUNNING ERRANDS....... Q 4
getting in or out of a bed or
chair, bathing, or using the | TAKING MEDICATION/HEALTH TAKING MEDICATION/HEALTH
toilet7 | CARE . W 05 CARE. . e 05
IF NO MENTION OF MEAL PREPARA | MANAGING MONEY................. 0 6 | MANAGING MONEY......cevueuenen. 06
TION OR HOUSEWORK, ASK: Does
(NAME) help with your meals, | SUPERVISION _................. . 07| SUPERVISION. ..ot 07

shopping, laundry, or other

housework? MANAGING ASSISTIVE DEVICES..... 0 8 | MANAGING ASSISTIVE DEVICES..... 08
SPEECH AND HEARING/PHYSICAL/ SPEECH AND HEARING/PHYSICAL/
OCCUPATIONAL/THERAPY .. ....... 09 OCCUPATIONAL/THERAPY .. ....... 09
TAKING PERSON TO LEISURE TAKING PERSON TO LEISURE
ACTIVITIES (SUPERVISION ACTIVITIES (SUPERVISION
OR TRANSPORTATION) .......... .10 OR TRANSPORTATION) .......... .10
TAKING PERSON TO PLACES/ TAKING PERSON TO PLACES/
APPOINTMENTS ~ (SUPERVISION APPOINTMENTS (SUPERVISION
OR TRANSPORTATION)........... 1 1| OR TRANSPORTATION).esusesn.aal 1
OTHER (SPECIFY).....oeuuennn... 1 2| OTHER (SPECIFY) ....vvvivnnnns 12
DON'T KNOW. ., oo et ~1 ] DON"T KNOW. ..o -1
DRAFT - MOD-P P. 1
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NAVE 3: NANE 4 NAVE 5:
AGENCY/ORGANIZATION. .. ........ 01| AGENCY/ORGANIZATION. ... c.o... .. 01 |AGENCY/ORGANIZATION. ... ....... .01
PRIVATELY HIRED.....cccuouon... 02|PRIVATELY HIRED. ... ..., 02|PRIVATELY HIRED. ... ..o, 02
EMPLOYEE OF RESIDENCE.......... 03 EMPLOYEE OF RESIDENCE.......... 03 EMPLOYEE OF RESIDENCE....... 03
DON"T KNOW. - oo e e e -1 PON"T KNOW. - o e e e e e -1 QON"T KNOW. .o eee e ee e e -1
PERSONAL CARE......ccvecuennn.. 01 |[PERSONAL CARE. ....cceecveannn-. 01 PERSONAL CARE. .....ceecuennn.. .01
PREPARING/DELIVERING  MEALS..... 02 | PREPARING/DELIVERING MEALS..... 02 | PREPARING/DELIVERING  MEALS..... 02
HOUSEHOLD CHORES/LAUNDRY....... 03 |HOUSEHOLD CHORES/LAUNDRY....... 03 JHOUSEHOLD CHORES/LAUNDRY....... 03
SHOPPING/RUNNING ERRANDS....... 04] SHOPPING/RUNNING ERRANDS....... 0§ SHOPPING/RUNNING ERRANDS....... 04
TAKING MEDICATION/HEALTH TAKING MEDICATION/HEALTH TAKING  MEDICATION/HEALTH

CARE ...... .. .. 05 CARE ... ... 05 CARE. ot 05
MANAGING MONEY.......ccoeeoo... 06 |[MANAGING MONEY.....ccocueann.-. 06 MANAGING MONEY......ccveocanon. 06
SUPERVISION. .. eeee e a o 07 | SUPERVISION. . o oo eeee i 07 | SUPERVISION. .. oo e 07
MANAGING ASSISTIVE DEVICES..... 08 | MANAGING ASSISTIVE DEVICES..... 08 |MANAGING ASSISTIVE DEVICES..... 08
SPEECH AND HEARING/PHYSICAL/ SPEECH AND HEARING/PHYSICAL/ SPEECH AND HEARING/PHYSICAL/

OCCUPATIONAL/THERAPY. ........ 09 OCCUPATIONAL/THERAPY. ........ 09 OCCUPATIONAL/THERAPY. ........ 09
TAKING PERSON TO LEISURE TAKING PERSON TO LEISURE TAKING PERSON TO LEISURE

ACTIVITIES (Superv ISION ACTIVITIES (SuperviSION ACTIVITIES (SurerviSION

$&TRANSPORTATION) .« v v v v eeen 10 &TRANSPORTATION) . . oo e oo .10 &TRANSPORTATION) . . oo e oo 10
TAKING PERSON TO PLACES/ TAKING PERSON TO PLACES/ TAKING PERSON TO PLACES/

APPOINTMENTS ~ (SUPERVISION APPOINTMENTS ~ (SUPERVISION APPOINTMENTS (SuPERVISION

OR TRANSPORTATION)........... 11 OR  TRANSPORTATION)........... 11 OR TRANSPORTATION)........... 11
OTHER (SPECIFY)..uceeieennnn.. 1 OTHER (SPECIFY)......... e 12 OTHER (SPECIFY).seviiruvrinnns 12
DON*T KNOW. « e eeeeeeeeeeeeanaas =1|DON"T KNOW. ..ot =1 IDON"T KNOW. ..o aaaat -1
DRAFT - MOD-P P.2
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NAME 1:

NAME 2:

P4. Who paid or is expected to pa
for all or part of the costs
of having (NAME) live with an
help you (him/her)?

(CIRCLE ALL THAT APPLY)

You (PERSON) and your
(his/her) family

......... (G0 TO §.5)uuunen.nill
Medicare or Medicare HMO....... 02
Medicaid.........cooieainaa... 03
Veteran®s benefits............. 04
CHAMPUS or CHAMPVA...... erveesa05

Private insurance or
non-Medicare HMO............. 06

Other  (SPECIFY)..uevneenenn... 07

You (PERSON) and your
(his/her) fanmily

......... [(CO (O VR:) IO
Medicare or Medicare HMO....... 02
Medicaid..........cooooiaia.... 03
Veteran®s benefits............ .04
CHAMPUS or CHAMPVA............. 05

Private insurance or
non-Medicare HMO............. 06

other  (SPECIFY)...wuvnennenn.. 07

No cost to you (PERSON) and/
or your (his/her) family
or to third party payor..... .08

DON*T  KNOW. .o oeeeieeeeeeees -1

No cost to you (PErSON) and/
or your (his/her) family
or to third party payor...... 08

DON*T  KNOW. .. oeoeee e ieaates -1

P5. In total, in the past month,
how much did you (PERSON)
and/or your (his/her) famil

$i_4 L4

s : ] ¥ 1 :

have to pay for (this/these DON"T KNOWuevaseaonsnaoanans ere=l [ DON"T  KNOW....oeovimeneannnann. -1
services?
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NAME 3:

NAME 4:

NAME 5:

You (PerSON) and your
(his/her) family

You (PERSON) and your
(his/her) fanmily

You (PERSON) and your
(his/her) family

......... (G 0 T0 Qu8)sreeennanl 1 ceeeee {60 TO Q5)iiennnn 0 1 cireeee (G OTOQB)uurrnnnn 02
Medicare or Medicare HMO..... 0 2 | Medicare or Medicare HVO..... .0 2 | Medicare or Medicare HMQ....... 02
Medicaid ....cooieiiiiiiiii o 03 |Medicaid ..................... o0 3 | Medicaid. ...l 03
Veteran®s benefits........... .. 0 4 | Veteran®s benefits........... . 0 4 | Veteran®s benefits............. 04
CHAMPUS or CHAMPVA ........... .. 05 | CHAMPUS or CHAMPVA ._........... 0 5 | CHAMPUS or CHAMPVA....... carres 05
Private insurance or Private insurance or Private insurance or

non-Medicare HMO............. 06 non-Medicare HMO...... vaeses) 6 non-Medicare HMO............. 06
Other (SPECIFY) ..cuvenvcnecnsw 07 | Other (SPECIFY) ..ol .. 07| Other (SPECIFY).iivevrareasanns 07
No cost to you (PERSON) and/ No cost to you (PERSON) and/ No cost to you (PERSON) and/

or your (his/her) family or your (his/her) family or your (his/her) family

or to third party payor...... 08 or to third party payor......08 or to third party payor...... 08
DON®T KNOW. . eee i eaeees -1 |DON"T KNOW. .. eeree e aeaenn =1 |DON"T KNOW...........covviinn. -1

$i_t 1 1 $i_1 1 1 SN R B
DON*T KNOW. . oeeee i ae -1 |DON*T KNOW; - e ee e eeee e -1 |DON®T KNOW. .o oeee it -1
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Q.

INFORMAL SUPPORT

Pl ease tell
PROXY:
[ike financial
medi cat i ons,

Q1.

me the nanmes of any friends,
including yourself) who regularly help you (PERSON) with things
care (such as dressing or bathing),
transportation,

hel p,
househol d chor es,

per sonal

rel atives,

or neighbors (IF

wi th
or who are with you to

make sure you (he/she) don't need help with these kinds of things.

Pl ease renmenber |

am asking about friends and relatives and not people

who help you as part of their paid job or volunteer work. |F MORE THAN
5 NAMES G VEN, ASK FOR THE 5 WHO HELPED THE MOST.
[F "NONE', CHECK HERE AND SKIP TO NEXT MCDULE |},
NAVE 1 NAME 2
3&09 FOR EACH INF(RHAL
Tees 34
PAES 1.2, Q. QG-QIO A 3-4, )
Q2. How is g‘NAM@ related to you
(PERSON  ~ (wrrte Tn) (write In)
DON™T KNOW « e e eeeeeeeeeeeannnn <1 | DON™T KNOW. o e eoeeee e -1
03. Is (NAME) a man or woman? S 0L [ MALE o, 01
icms \gmlom ASKING, | F FEMALE ©@oeieeeee e o 02| FEMALE ..ol 02
’ DON™T KNOW -+« e eeeeeeeen 1| DONTT KNOW . oo 1
04. Does (NAMEz currently live YES + e 0L | YES. ..o 01
with you (PERSON)?
NO . . 172 I 02
DON'T KNOW. o veeeeeeeeen -1 | DON'T KNOW.................... -1
Q5. What does (NAME) usually help | PERSONAL CARE .....eeeveeenn... .01 | PERSONAL CARE ..........ceeeee. 01
ou %HARSOﬁg with? (CIK ¥
T AP PREPARING/DELIVERING MEALS..... 0 2 | PREPARING/DELIVERING MEALS..... 02
EXR&\IO HENT E% ERSONAL HOUSEHOLD CHORES/LAUNDRY....... 0 3| HOUSEHOLD CHORES/LAUNDRY....... 03
ASK: Does NAME) help
you with_eating, 6ressing, SHOPPING/RUNNING ERRANDS....... 0 4 | SHOPPING/RUNNING ERRANDS....... 0 4
gettun% in or out of a bed or
chair, bathing, or usihg the | TAKING MEDICATION/ TAKING MEDICATION/
toilet? HEALTH CARE «vvveeennnn... 05| HEALTH CARE.ccee.....ooo..... 05
OF MEAL PREPA- | MANAGING MONEY .. .....eeeeeenn .. 06 | MANAGING MONEY ............... .. 06
RarT T kel A3
Does (NAME) help with your SUPERVISION ..o 07| SUPERVISION «oveeeeeeeaaaaaan ue 07
meals, shoppmg laundry, or
other housework? ASSISTIVE DEVICES.............. 0 8| ASSISTIVE DEVICES.............. 08
SPEECH AND HEARING/PHYSICAL/ SPEECH AND HEARING/PHYSICAL/
OCCUPATIONAL THERAPY......... 09 | ~ OCCUPATIONAL THERAPY......... 09
TAKE PERSON TO LEISURE TAKE PERSON TO LEISURE
ACTIVITIES (SUPERVISION ACTIVITIES {SUPERVISION
QR TRANSPORTATION).......... 10| OR TRANSPORTATION)........... 10
TAKE PERSON TO PLACES/ TAKE PERSON TO PLACES/
APPOINTMENTS (SUPERVISION APPOINTMENTS $SUPERVISION
O0R TRANSPORTATION)........... 11 OR TRANSPORTATION)........... 11
OTHER (SPECIFY) . ..ot 12 | OTHER (SPECIFY) ...ttt 2
DON™T KNOW..........coovnen... L DON'T KNOW. ..o, -1
DRAFT - MODQ
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NAME 3 NAME 4 NAME 5
(write ) (write 1) (Write In)

DON"T KNOW. .. eeieaaaaanns 1 I DON"T KNOW . ..oveeeea et =1 | DON™T KNOW. o oeeeeee i eeeeaaaa -1
A 0L I MALE ..t 01 IMALE . 01
FEMALE. . e 0 2 | FEMALE ..o 02 | FEMALE. . et 0 2
DON*T KNOW .. eeets -1 | DON™T KNOW e e e e =1 | DON"T KNOW .. ooeeeeeeeeaaaat -1
YES e 01 [ YES. it L0 4 T 01
NO . 02 INO e 02 02
DONT KNOW .. oeeeee e aats -1 | DON"T KNOW . .eeeeeaeenas =1 | DON"T KNOW . .oeeeeeeeeeaat -1
PERSONAL CARE .....cieeevnnn.. 01 | PERSONAL CARE ..ovvvieeeieeannn .01 | PERSONAL CARE.......cceeeuon.- 01
PREPARING/DELIVERING MEALS.....0 2 | PREPARING/DELIVERING MEALS..... 0 2 | PREPARING/DELIVERING MEALS..... 02
HOUSEHOLD CHORES/LAUNDRY....... 0 3 | HOUSEHOLD CHORES/LAUNDRY....... 0 3 | HOUSEHOLD  CHORES/LAUNDRY....... 03
SHOPPING/RUNNING ERRANDS....... 0 4 | SHOPPING/RUNNING ERRANDS....... 0 4 | SHOPPING/RUNNING  ERRANDS....... 04
TAKING MEDICATION/ TAKING MEDICATION/ TAKING MEDICATION/

HEALTH CARE................. 05 HEALTH CARE.................. 05 HEALTH CARE.................. 05
MANAGING MONEY................ 06 | MANAGING MONEY......ccveeaoa..n 06 | MANAGING MONEY....uuuenannanaan. 06
SUPERVISION . ................. W JSUPERVISION ... ..o 07 | SUPERVISION .......ciioain... W07
ASSISTIVE  DEVICES.............. 08 | ASSISTIVE DEVICES.............. 08 | ASSISTIVE DEVICES........ueeen. 08
SPEECH AND HEARING/PHYSICAL/ SPEECH AND HEARING/PHYSICAL/ SPEECH AND HEARING/PHYSICAL/

OCCUPATIONAL THERAPY . OCCUPATIONAL  THERAPY......... 09 OCCUPATIONAL THERAPY......... 09
TAKE PERSON TO LEISURE TAKE PERSON TO LEISURE TAKE PERSON TO LEISURE

08 TRANSFORTATION) o v .10 | O TRANSRORTATION) or re... 10 | 08 TRANSBORTATIONY. oo ... .10
TAKE PERSON TO PLACES/ TAKE PERSON TO PLACES/ TAKE PERSON TO PLACES/

0k TRANSPORTATION) - or . 11 | 0k TRANSPORTATION i 11 | O TRANSPORTATIOND - roror...11
OTHER (SPECIFY)iveveverareeesasd2 |OTHER (SPECIFY) ................ 12 | OTHER (SPECIFY) ................ 12
DON"T KNOW. .. ieeaaeanns =1 [ DON*T KNOW. . oeeieee e et =1 | DON"T KNOW. . oeeeeeeeeeaaeann -1
DRAFT - MODQ
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NAME 1 NAME 2

Q6. Does (NAME) usually help on WEEKDAYS WEEKDAYS
weekdays (that is, Monday
through Friday) or on the JRING THE DAY. ... ... 01 | WRING THE DAY ............ol 01
weekends (that is, Saturday or
Sunday)? And, 1is it usually IN THE EVENING. ... ... ........ 02 | INTHE EVENING...oevnennanan.. 02
in the day or evening?
ON'T KNOW - .o =1 ] ION™T KNOW e e e a o -1
CIRCLE ALL THAT APPLY.
WEEKENDS WEEKENDS
JRING THE DAY...........o..... 0 3 | DURING THE DAY.....ooeiiiaannn 03
IN THE EVENING................. 04 | IN THE EVENING. .. .....oooin... 04
JON'T KNOW ..o =1 | DON™T KNOW - . oeei it -1
Q7. And, how many hours does WEEKDAYS WEEKDAYS
(NAME) spend helping you
(him/her ) (during the week/ {__{ 1 }HOURS i : | HOURS
on weekends)?
ION"T KNOW. . ooeeee i et - 1 | DON*T KNOW .o aeaas -1
WEEKENDS WEEKENDS
H ! ! | HOURS ! ! 1 { HOURS
JON'T KNOW. ..ooeeeeeeaean... - 1 | DON*T KNOW .. ueeeeeeeeaeaaaae -1
(8. INTERVIEWER: 1S (PERSON) AGE | YES........ .. (AS K Q.09)........ 01 ]YES........ .. (AS K Q.09) ........ 01
18 OR OLDER?
NO.... (SKIP TO NEXT COLUMN) 02| NO (SKI P TO NEXT COLUMN)....0 2
(9. Does (NAME) ever help you YES ottt 0 0 01
(him/her) by giving you
(him/her) cash, by paying some] NO.... (SKIP TO NEXT COLUMN)....0 2 | NO.. ..(SKI P TO NEXT COLUMN)....0 2
of your (his/her) bills, or
buying things for you DON"T KNOW....(SKI P TO NEXT DON"T KNOW.. ..(SKI P TO NEXT
(hin/her)? NEXT COLUMN) .... -1 NEXT COLUMN) ....-1
Q0. In an average week or month, | ST R R S T SN N T N S A
about how much money does
(NAME) give you (him/her) or | PER WEEK........coevevnenan... 0 1| PER WEEK.e.viveeneneanasonanses 01
spend on things for you
(him/her)? PER MONTH.....oeeeemeeeean. .. 0 2| PER MONTH...oeoieoieieaa.o. 02
DON*T KNOW. e e eeeeeeeeeeeaeaas - 1] DON"T KNOW ... aaaas -1
DRAFT - MODQ
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NAVE 3 NAVE 4 NAME 5
WEEKDAYS NEEKDAYS WEEKDAYS
DURING THE DAY wuuuennneennnn.. .01 | DURING THE DAY................. O 1 |DURING THE DAY ..ooommaaaane. .. 01
INTHE EVENING ... .ooeneen. .. w02 | IN THE EVENING. ... .coonneen. .. 021N THE EVENING.....ceoeeeeen.... 02
DON™T KNOW _ oo <1 | DON"T KNOW . .uneeeeeeeennnss =1 | DON™T KNOW. - oo eeaaaeeenn. -1
WEEKENDS WEEKENDS WEEKENDS
DURING THE DAY «euveeemnnnnnn .. 03 | DURING THE DAY ....ooeeeeeennn 03 [ DURING THE DAY..eeivvnvennnnn.. 03
IN THE EVENING <o eeveeeeennn. .. 04| IN THE EVENING ......oceeeennn .. 04 | INTHE EVENING . oveeemnneeann o 04
DON™T KNOW - . eeeeeeeeeannnn <1 | DON™T KNOW - oo s -1 | DON"T KNOW.......coovenenn. -1
WEEKDAYS WEEKDAYS WEEKDAYS
i__1 | ! HOURS ___i__}_! HOURS 'l i _HOURS
DON™T KNOW. .o eeeeieecaecns 1 | DON™T KNOW. . .oweeeeeeennnn.. 1 [ DON"T KNOW........ccooeooo.... -1
WEEKENDS WEEKENDS WEEKENDS
{1 & ! HOURS " ! { HOURS {1 &t HOURS
DON™T  KNOW. . oo eeeeeeeeeene 1 | DON"T KNOW. oo oeeeeeeeeene 1 [ DON"T KNOW........cooooooo.... -1
YES. . .. .. .. .. (ASK 0u09)seeeerss 01 | YES. . . . L ... .. (ASK 0.09)40eenne 01 | YESeasssanses (ASK Q.09).evvn... 01
NO....(SKIP TO NEXT COLUMN)....02 |NO....(SKIP TO NEXT COLUMN)....02 [ NO....(SKIP TO NEXT COLUMN)....02
YES . oot OLVES. ..o * L OLNES.......o 01

NO....(SKIP TO NEXT COLUMN)....02

DON*T KNOW....(SKIP TO NEXT
NEXT COLUMN).... -1

NO....(SKIP TO NEXT COLUMN)....

- «o{SKIP TO NEXT
NEXT COLUMN).... -1

DON"T KNOW .

NO....(SKIP TO NEXT COLUMN)....02
DON*T KNOW. ..(SKIP T0Q.Ql1)...-1

St da | s s
PER WEEK ..ot 01 | PER WEEK «oveemeeie i S01 | PER WEEK ... ... ................ .01
PER MONTH.......cciiiiniiain.. 0 2 | PER MONTH...oovmiieiiiiaates 0 2 | PER MONTH ... .. ... .io.. 02
0] =1 | DON"T KNOW ..onenenaaiaaaaans =1 DON*T KNOW.........ooooiiiniot, -1
DRAFT - MODQ
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Q11. [INTERVI EWVER ARE ANY | NFORVAL CAREGIVERS A RELATI VE
VWHO LIVES W TH PERSON?
YES . .01
NO .

. Q0 (SKIP TO NEXT MODULE)

Q12. In the past six nonths, has soneone other than fanily nenbers hel ped
you (PERSQN) for a period of tinme so that the people you live (he/she
lives) with could go out or take a break?

YES. .01
NO. . . . .. .. ... .... .00 (SKI P TO NEXT MODULE)
DON T KNOW ..., -1 (SKIP TO NEXT MODULE)
413. How many times in the past six months has soneone other than famly
menbers done that?
b ! I TI MES
DON T KNOW  ..ooeieenns -1
414, How long did (this/each) time usually last?
TR R P
HOURS. . . .. . ... .. .. ... 01
DAYS. i e 02
DON T KNOW  .o.oveeeeen, -1
DRAFT - MODQ
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Q15.  Where did you ( PERSON) usually ‘stay during (that time/those times)?

IN (PERSON'S) HOVE. . . . . . . . .01
IN THE CAREGVER S HOVE . . . . . . .02
AT A DAY CARE CENTER . . « . . . . .03
INAGROP HOME . . . . « v v v v o & 04
AT AHOSPI TAL OR NURSI NG

HOME (SPECIFY). . . . . . . . . . .05
OTHER (SPECIFY) . . . . . . . . . . .06
DONTKNOW +. . . . . . . .. .. .-1

DRAFT - MODQ
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R. SOCIAL INTERACTION/BEHAVIOR

R 1 INTERVIEWER |S PERSON AGE 5 OR OLDER?
YES. . . . . . . .01
NO. . ... ... . Q0 (SKIP TO NEXT MODULE)

R2. During the past week, how many times did you (PERSON) talk on the
phone for five mnutes or longer wth...

a. fanmily nenbers who do not live with you (himher)?

b. friends who do not live with you (himher)? (Do not include
staff menmbers or counselors.)

! i1 TIMES
DON T KNON ceiiiiiiiiennns -1
R3. During the past week, how many tinmes did you (PERSON) tal k_in-person

or have visits wth...

a. famly menbers who do not live with you (hinlher)?

DON T KNOV i iiiinicnem 1

b. friends who do not live with you (hinfher)? (Do not include
staff menmbers or counselors.)

DON T KNOW i 1

DRAFT - MODR RI
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RS5. a. Where did these in-person conversations or visits usually take
pl ace?
G RCLE ONE
In your (PERSON S) residence. . . . . . .. .01 (SKIP TO Q.R6)
In other person's residence . . . . . . . . . 02
In school . . « v v « v v v v v v e e e 03 (SKIP TO Q.R6)
1 o 04 (SKIP TO Q.R6)
Gther public place. . . . . . . . oo o . .. 05
DONT KNONV . . v v v v s v v e e e e e -1 (SKIP TO Q.R6)
b. Mst of the time, when you visit (PERSON visits) with famly

menbers or friends in another person's residence, or in a public

pl ace other than school or work, how do you (does PERSON) get

there and back?

CIRCLE ALL THAT APPLY
DRI VEN BY PARENTS/FRIENDS/HOUSEPARENTS... .01
PICKED UP I N VAN CAR/ SPECI AL BUS. ..... .02
TAXI .. o o 03
PUBLI C BUS/ OTHER PUBLI C TRANSPORTATI ON. .. .04
WALK/ BI CYCLE. ittt .05
DRIVE(S) SELF . . . . . . . . . oo oo .. 06
OTHER (SPECIFY) . . . . . . . . . . . . . . .07
DON T KNOW it e 1
DRAFT - MODR R 2

VRDD- R QUE ( QUE)

R4.  INTERVIEWER: ARE ANY | N- PERSON CONVERSATIONS OR VI SITS
REPORTED | N Q.R3.a or Q.R3.b?

YES. . . . . . . . . . .01
NO. ... ... ... .OO(SKIP TOQ.r6)
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c. Do you (Does PERSQON) have any problems or concerns with
transportation to and from these places?

YES........ R o 5 §
NO. . . . . .00 (SKIP TO Q.R6)
DONTKNON . . . . . . . . . . ... .-1 (SKIP TO Q.R6)

d. What problems or concerns do you (does PERSON) have?

PUBLI C TRANSPORTATI ON |'S NOT AVAI LABLE. . . .01
PUBLI C TRANSPORTATI ON | S NOT ACCESSIBLE . . .02
SPECI AL TRANSPORTATI ON | S NOT AVAI LABLE . . .03
NEEDS ASS| STANCE W TH TRAI NING | N ARRANGING

OR USI NG TRANSPORTATION . . . . . . . . . .04
TRANSPORTATI ON IS TOO COSTLY. . . . . . . . .05
TRANSPORTATI ON 1S |NCOWENI ENT. . . . . . . .06
TRANSPORTATI ON 1S UNRELIABLE. . . . . . . . .07
OTHER (SPECIFY) . . « « v oo .08
DONTKNOW . . . . o . oo

R6. I NTERVI EWER ARE ANY CONVERSATIONS OR VISITS WTH
FRI ENDS REPORTED I N Q.R2.b OR Q.R3.b?

YES. . . . . . . . . . .01

NO. . . . . . . . . . .00 (SKIP TO Q.R8)

DRAFT - MODR R3
VRDD- R QUE ( QUE) 2/27/90



R7. a. You mentioned that during the past week you (PERSON) tal ked with
friends either on the phone or in-person. How many friends did
you (he/she) talk to? (Do not include staff nenbers or
counsel ors.)

1| FRIENDS

DONT  KNOW  vvveeeeieeennnns -1 (SKIP TO Q.R8)

b. How many of these friends have disabilities or inpairnents?

{1 FRENDS
DONTKNOW . . . . . . . . . . . ... .1

c. How many of these friends do not have disabilities or
| mpai r ment s7

| | FRIENDS
DON T KNOW

DRAFT - MODR R 4
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R8. &, OId you (PERSON) do any of the following during the

IF YES:

b. Who else. {f anyone, usually took part inthis activity?

past month:
Friends
Friends With With No Paid or
Family Disabilities  Ofsabilities Volunteer By
YES MO OK Member or Impairments or Impairments  Staff Self 0K
Go to a store, shopping center,
ormi .ovev .. - 01 00 -1 01 02 03 04 05 -1
Go out to eat ++ssueuvs... 01 00 -1 01 02 03 04 05 -1
Goto a movie, play, or concert,.01 00 -1 01 02 03 04 05 -1
Go to church or synagogue .....0100 -1 01 02 03 04 05 -1
Participate in sports ....... 01 00 -1 01 02 03 04 05 -1
Attend sporting events as a
spectator. ... ......... 01 00 -1 01 02 03 04 05 -1
Attend a party, dance, or group
socfal gathering, ........ 01 00 -1 01 02 03 04 05 -1
Visit a museum or library ...,.01- 00 -1 01 02 03 04 05 -1
Go to meetings of clubs or
organizatfons. . . ......,.. 01 00 -1 01 02 03 04 05 -1
Go on a date. ......... ,. 0100 -1 01 02 03 04 0s -1
R9. INTERVIEWER: DI D PERSON PARTI Cl PATE I N ONE OR MORE
ACTIMITIES IN Q.R8.a?
YES. . . . . . . . . . .01
NO. . ... ... .. .0(SKIP TO q.r11)
DONT KNOW. . . . . . .-1 (SKIP TO Q.R11)
DRAFT - MODR R 5
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R10. a. Mst of the time when you go (PERSON goes) to (READ SPECI FIC
ACTIVI TY/ ACTIVI TI ES MENTI ONED), how do you (does PERSON) get
there and back?

CRCLE ALL THAT APPLY

DRI VEN BY PARENTS/FRIENDS/HOUSEPARENTS. . . .01
PI CKED UP IN VAN CAR/ SPECIAL BUS. . . . . . .02
TAXI . . . .. e e . ... ... . .....03
PUBLI C BUS/ OTHER PUBLI C TRANSPORTATI ON. .. .04
WALK/BICYCLE. . . . . . . . . . . . . . .. .05
DRI VE( S) S .06
OTHER (SPECIFY)  veevveeennnn.. .07
DON’T KNOW i et e et e e e i et e um 1

b. Do you (Does PERSON) have any problens or concerns with
transportation to and from (this activity/these activities)?

YES. . . . ... 01
N oo ... .00 (SKIP TO Q.R11)
DON T KNOW i, -1 (SKIP TO Q.R11)

c. Wiat problens or concerns do you (does PERSON) have?
PUBLI C TRANSPORTATION IS NOT AVAI LABLE. . . .01
PUBLI C TRANSPORTATI ON IS NOT ACCESSI BLE ..
SPECI AL TRANSPORTATION IS NOT AVAI LABLE .. .03
NEEDS ASSI STANCE W TH TRAI NI NG I N ARRANG NG

OR USI NG TRANSPORTATION . . . . . .04
TRANSPORTATION IS TOO COSTLY. . . . . . . . .05
TRANSPORTATION IS INCONVENIENT. . . . . . . .06
TRANSPCRTATION IS UNRELIABLE. . . . . . .. .07
OTHER (SPECIFY) . . . . . . . . . . . . .. .08
DONTKNON . . . . . . . . . . . . ... ..-1
DRAFT - MODR R 6
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(S) R1l1l. a. Do you (Does PERSON) usually decide what you do (he/she does) on
weekends and evenings for fun or are those decisions made by
soneone el se?

G RCLE ONE
RESPONDENT MAKES CHOICE , . . . . .. . .01 (SKIP TO q.r12)
*SOVEONE ELSE MAKES CHOICE . . . . . . . .02 (SKIP TO Q.R1l.b)
DON T KNOW  evveenr v e e e . -1 (SKIP TO Q.R12)

b. Who nmakes this decision for you (PERSON) ?
CRCLE ALL THAT APPLY

PERSONAL FRIEND (UNPAID). . . . . . . . .01
FAMLYMEMBER. . + v v v v v v v e o . 02
LEGAL GUARDIAN. v v v v v v v v v e v 03
AGENCY OR SCHOOL STAFF MEMBER . . . . . . 04
RESIDENTIAL STAFF . . . . . . . . ... .05
OTHER (SPECIFY) & v v v v v v o v v e v 06
DON T KNOW  cvvviinnennns -1

R12. INTERVIEWER |S PERSON AGE 18 OR OLDER?
YES. eeees L01
NO. . . . . .. . Q0 (SKIP TO NEXT MODULE)

DRAFT - MODR R7
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IF YES,

R13, During the past month, did¢ you (PERSON) do any of the R14. Row wny times did you (PERSON) (do mentioned behavior)
fol lowing7 In the past month?
Several Times  Several Times

YES HO DK Daily Per \Wleek Per Month oK
Attempt to injure yourself (him/herself). .01 00-1 01 02 03 -1
Display physical violence toward others .,0100-1 01 02 03 -1
Threaten others with physical violence
in words or gestures. ...s.......0100-1 01 02 03 -1
Damage your (his/her) property or
property of other persons ......... 0loo-1 01 02 03 -1
Disrupt others® activities. ........0100-1 01 02 03 -1
Scream, vell, or cry inappropriately. ..,0100-1 01 02 03 -1
Become very angry, have temper tantrums ..0100-1 01 02 03 -1
Engage in other socialy unacceptable
behavior (lying, stealing). +ee..s..0100 -1 01 02 03 -1
Display unusua, repetitive movements
orhadits. . . . .. ... 0100 -1 01 02 03 1
Repeat » word or phrase over And over .,,01 00 -1 01 02 03 -1
Withdraw or act inattentive, 1istless,
unresponsive. veerseraeaaaas. 01 00 -1 01 02 03 -1
Act uncooperatively (ignore regulations,
resist instructions). . . . . . . . . . .. 0100 -1 01 02 03 -1
Act restless (unable to sit stfll or
concentrate). . . . . . . . . . . . . ... 01 00-1 01 02 03 -1
Run or wander away. . . . . . . . . . . . . 01 00-1 01 02 03 -1

NOTE: QUESTI ON R13 | S ADAPTED FROM THE TEMPLE
UNIVERSITY BEHAVIOR DEVELOPMENT INSTRUMENT.

DRAFT - MODR R 8
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S. CHILD MODULE: DEVELOPMENTAL
MILESTONES AND BEHAVIOR

81. a. INTERVIEWER:|SPERSON AGE 4 YEARS OR YOUNGER?

YES

NO.

.01

.00 (SKIP TO Q.S551.a)

INTERVIEWER:

REFER TO AGE OF SAMPLE
CHILD.

AFTER MARKING THE
APPROPRIATE BOX, GO TO
THE LIST OF QUESTIONS
AND CIRCLE THE
CORRESPONDING  QUESTION
NUMBERS.

ASK FOR SEQUENCE OF
QUESTIONS UNTIL FIVE
CONSECUTIVE "YES"
RESPONSES ARE GIVEN,
THEN ASK SECOND
SEQUENCE OF QUESTIONS
UNTIL FIVE CONSECUTIVE
"NO" RESPONSES ARE
GIVEN. ONE OR NORE OF
THE FIVE CONSECUTIVE
"NO" RESPONSES NAY

HAVE BEEN GIVEN AT THE
BEGINNING OF THE FIRST
SEQUENCE, THUS REQUIRING
LESS THAN FIVE
CONSECUTIVE "NO"
RESPONSES | N THE SECOND
SEQUENCE.

AFTER COMPLETING SECOND
SEQUENCE, GO TO {.551.a,
IF 10 CONSECUTIVE "NO"
RESPONSES ARE GIVEN | N
THE FIRST SEQUENCE, GO
TO Q.S51.a WITHOUT ASKING
ANY FURTHER QUESTIONS IN
THE LIST.

DRAFT - MODS
MRDD- S. QUE (QUE)

01

02
03
04
05
06
07
08
09
10
11
12
13
14

15

AGE

(CIRCLE ONLY ONE)

[

Under 4 Months

! 4 Months

5 Months

6 Months

1 Months

8 Months

9 Months

10 Months
11 Months
12-14 Months
15-17 Months
18-23 Months
2 Years

3 Years

4 Years

SEQUENCES
DESCéNDING ASCEﬁDING
ORDER BEGINNING ORDER BEGINNING
WITH QUESTION WITH QUESTION
NUMBER: NUMBER:
6 7
8 9
10 11
12 13
14 15
16 17
18 19
20 21
22 23
24 25
28 29
33 34
36 37
41 42
44 45
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Now 1 would like to ask a few questions about various
different ages.

Slc.

S2.

s3.

#A.

S5a.

s8.

59.

s10.

Sil1.

S12a.

s13.

sl4.

S15.

Sl6a.

b.

When lying on (his/her) stomach, has (PERSON)
ever turned (his/her) head from side to side?

Have (PERSON'S) eyes ever followed a moving
object at all?

When lying on (PERSON"S) stomach on a flat
surface did (he/she) ever lift (his/her) head
off the surface for a moment?

Have (PERSON"S) eyes ever followed a moving
object all the way from one side to another?

Has (PERSON) ever smiled at someone when they
talked to or smiled at (him/her) without being
touched?

IF"YES,"™ ASK: How old was (PERSON) when
(he/she) first smiled at someone when they
talked to or smiled at (him/her)?

When lying on (his/her) stomach, has (PERSON)
ever raised (his/her) head and chest from the
surface while resting (his/her) weight on
(his/her) lower arms or hands?

While lying on (his/her) back and being pulled
up to a sittina position. did (PERSON) ever
held (his/her)-head stiffly so that it did not
hang back as (he/she) was pulled up?

Has (PERSON) ever laughed out loud without
being tickled or touched?

Has (PERSON) ever turned (his/her) head around
to look at something?

Has (PERSON) ever held in one hand a moderate
size object such as a block or a rattle?

Has (PERSON) ever looked around with (his/her)
eyes for a toy which was lost or not nearby?

Has (PERSON) ever rolled over on (his/her) own
(on purpose)?

IF YES, ASK: How old was (he/she) when
(he/she) first rolled over?

Has (PERSON) ever been pulled from a sitting to
a standing position and supported (his/her) own
weight with legs stretched out?

Has (PERSON) ever sat alone with no help except
for leaning forward on (his/her) hands or with
just a little help from someone else?

Has (PERSON) ever seemed to enjoy looking in
themirror at (himself/herself)?

Has (PERSON) ever said any recognizable words,
such as "mama" or '"dada"?

IF "YES™, ASK: How old was (he/she) when
(he/she) first said any recognizable words?
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S17a. Has (PERSON) ever crawled when left lying on
(his/her) stomach?

b. IF “YES’, ASK: How old was (he/she) when
(he/she) first crawled?

518. Did (PERSON) ever sit for 10 minutes without
any support at all?

S$19. Has (PERSON) ever pulled (himself/herself) to a
standing position without help from another
person?

S20, Has (PERSON) ever recognized (his/her) own name
when someone said it?

S21. Has (PERSON) ever picked up small objects, such
as raisins or cookie crumbs, using only
(his/her) thumb and first finger?

S22, Has (PERSON) ever waved good-bye without help
from another person7

b. IF“YES', ASK: How old was (he/she) when
(he/she) first waved good-bye?

$23a. Has (PERSON) ever stood along on (his/her) feet
for 10 seconds or more without holding on to
anything or another person?

b. IF "YES", ASK:How oldwas (he/she) when
(he/she) first stood alone?

S24. Has (PERSON) said 2 recognizable words besides
"mama” and "dada"?

S25. Has (PERSON) ever walked at least 2 $tep)s with
one hand held or holding onto something?

S26. Has (PERSON) ever shown by (his/her) behavior
that (he/she) knows the names of some common
objects when somebody else names them out loud?

S27. Has (PERSON) ever crawled up at least 2 stairs
or steps?

§28. Has (PERSON) ever said the name of a familiar
object, such as a ball?

$29a, Has (PERSON) ever walked at least 2 steps
without holding on to anything or another
person7

b. IF“YES', ASK: How old was (he/she) when
(he/she) first walked at least 2 steps?

$30. Has (PERSON) ever shown that (he/she) wanted
something without crying or whining? It may
have been by pointing, pulling, or making
pleasant sounds.

S31. Has (PERSON) ever made a line with a crayon or
pencil?

S32. Has (PERSON) ever run?
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§33.  Did (PERSON) ever walk up at least 2 stairs 01 Yes 02 No -1 Don’t Know
with one hand held or holding the railing?

s34, Has (PERSON) ever let someone know, without 01 Yes 02 No -1 Don"t Know
crying, that (he/she) was bothered by (his/her)
pants or diapers being wet or soiled?

S35. Has (PERSON) ever fed (himself/herself) with a 01 Yes 02 No -1 Don"t Know
spoon or fork without spilling much?

S36.  Has (PERSON) ever walked upstairs by (himself/ 01 Yes 02 No -1 Don"t Know
herself) without holding on to a rail?

s37.  Has (PERSON) ever spoken in a partial sentence 01 Yes 02 No -1 Don"t Know
of 3 words or more?

S38.  Has (PERSON) ever said (his/her) first and last 01 Yes 02 No -1 Don"t Know
names together without someone®s help?
(Ni1Cknave way BE used FOR FIRST nawme.)

$39.  Has (PERSON) ever walked up stairs by 01 Yes 02 No -1 Don't Know
(himself/herself) with no help, stepping on
each step with only one foot?

$40. Has (PERSON) ever counted 3 objects? 01 Yes 02 No -1 Don"t Know

s41. Has (PERSON) ever pedaled a tricycle at least 01 Yes 02 No -1 Don"t Know
10 feat?

S42. Does (PERSON) know (his/her) own age and sex? 01 Yes 02 No -1 Don"t Know

S43. Has (PERSON) ever washed and dried (his/her) 01 Yes 02 No -1 Don"t Know

hands without any help except for turning the
water on and off?

S44. Has (PERSON) ever done a somersault without 01 Yes 02 No -1 Don"t Know
help from anybody?

s45. Has (PERSON) ever drawn a picture of a man or 01 Yes 02 No -1 Don"t Know
woman with at least 2 parts of the body besides
a head?

S46. Has (PERSON) ever gone to the toilet alone? 01 Yes 02 No -1 Don"t Know

S47. Has (PERSON) ever played with several children 01 Yes 02 No -1 Don"t Know
at the same time?

S48. Has (PERSON) ever said the names of at least 01 Yes 02 No -1 Don"t Know
4 colors?

s49. Has (PERSON) ever dressed (himself/herself) 01 Yes 02 No -1 Don"t Know

without any help except for tying shoes (and
buttoning the back of dresses)?

$50. Has (PERSON) ever counted out loud upt10? 01 Yes 02 No -1 Don"t Know

NOTE: SCREENING CRI TERI A FOR YQJNG CH LDREN COULD BE
DEVELOPED USING THESE QUESTI ONS.
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CRAE ONE

$50.

past rmonth?
| ndependent, not clinging, can easily
be left with people he/she knows. ........ .01
Gets upset if away from prinary caregivers;
takes sonme tinme to get over it. ......... .02
Very clinging and dependent; can't be left wth
others, continually demands to be with nother .03
DON T KNOWV it ieanns -1
Rarely demands more than his/her share of
attention L e e .01
Sonetimes demands too much attention, but
can pl ay alone.  ..iiiiiiiiiieee, .02
Continual ly demands too nuch attention,
follows nother around all day .......... .03
DON T KNOW . -1

c. Easy to manage; not difficult to handle ..... .01
Sonetines difficult to manage, or out of control. .02
Frequently very difficult to manage or
handl e, al nost daily.  ciiiiiiiiian.. .03
DON T KNOW. . -1
Usually easy to discipline. ..oiviiiss. .01
Sonetimes difficult to discipline,
for short periods  ciiiiieiiiiean.. .02
Frequently very hard to discipline;
frequently di sobedient. ..., .03
DON T KNOW it iii i i -1

DRAFT - MODS 8.5
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e. Doesn't have tenper tantrums. . . . . ... ..., 01
Sometinmes has tantrums which [ast
a few mnutes (1-2 a day) .ieeieiennn. .02
Has frequent or long tenper tantruns
(3 or nore a day)  ceeiiiiiiininen. .03
DON T KNOWV it ittt i ittt nenneam 1

f. Usually happy except for brief periods

for exanple, when tired, hungry, or sick. .....01

Sonetimes mserable or irritable on

nost days and for long periods. ......... .02

Frequently mserable or irritable on

nost days and for long periods. ......... .03

DONTERNOW. . . . . . . . . . . .« . . ... ...-1
g. Not a WOITi € ieeenivonoenasanaans .01

Sometinmes worries for short periods ....... .02

Has many different worries, very anxious
about things; for exanple, accidents,

illness, nonsters, changes.  ........... .03
DON T KNOW i iiiiitneenen -1
h. Rarely fearful, mld fears only ......... .01

Somewhat fearful, several mld, or
-2 strong fears.  ..iiiiiieieien, .02

Very fearful, has many strong fear reactions. ...03

DON T KNOW i ieiieeenes -1
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i. Few problens getting along with brothers
and SIStErs it ittt .01

Sonme difficulties with brothers and sisters:
di srupts pl ay at times. oiiiviinnen. .02

Has serious difficulties getting along
with brothers or sisters; disrupts play

frequently. L i e .03

DON TRNOW. . . . . . . . . . . . . . . ... ...-1
j. Cets along well with other children . . . . . . .. 01

Sonme difficulties playing with other children;

di srupts pl ay at times. coovveiiinn. .02

Finds it very difficult to play with other

children; disrupts play frequently. ....... .03

DON T KNOW i -1

NOTE: QUESTI ONS 850a. a-j ARE ADAPTED FROM THE
HEALTH AND DEVELOPNMVENTAL STATUS SECTI ON
OF THE 1990 LONGITUDINAL FOLLOWOP TO THE
NATIONAL MATERNAL AND | NFANT HEALTH SURVEY.
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$51. a. INTERVIEWER |S PERSON BETWEEN THE AGES OF 4 AND

17 YEARS?
YES . ... .01
NO. . . . . .00 (SKIP TO NEXT MODULE)

Now 1 am going to read sone statements that describe behavior problenms nany
children have. Please tell me whether each statenent has been O'ten True,
Sonetimes True, or Not True of (PERSON) during the past 3 nonths.

The first statenent is: "Has sudden changes in nood or feelings." Has that
been Often True, Sometimes True, or Not True of (PERSON) in the past 3 nonths7

( RECORD RESPONSE AND CONTI NUE W TH STATEMENT s52. READ LI ST REPEATI NG
CATEGORI ES ANDY R TIME REFERENCE AS NEEDED.)

Sonet i mes
Often True True Not True

$51b. Has sudden changes in mood or feelings. 01 02 03
S52.  Feels or complains that no one loves 01 02 03

(him/her).
$53. Is rather high strung, tense, or nervous. 01 02 03
s54.  Cheats or tells lies. 01 02 03
$55. Is too fearful or anxious. 01 02 03
S56.  Argues too much. 01 02 03
$57. Has difficulty concentrating, cannot pay

attention for long. 01 02 03
S58. Is easily confused, seems to be in a fog. 01 02 03
s59.  Bullies, or is cruel or mean to others. 01 02 03
S60. Is disobedient at home. 01 02 03
S61. Is disobedient at school. 01 02 03
S62.  Does not seem to feel sorry after (he/she)

misbehaves. 01 02 03
S63. Has trouble getting along with other children. 01 02 03
S64.  Has trouble getting along with teachers. 01 02 03
$65. Is impulsive, or acts without thinking. 01 02 03
S66. Feels worthless or inferior. 01 02 03
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Somet imes

Often True True Not True
$67. Is not liked by other children. 01 02 03
S68.  Has a lot of difficulty getting (his/her) mind 01 02 03
off certain thoughts, has obsessions.
S69. s|§| Irlestless or overly active, cannot sit 01 02 03
§70.  Isstubborn, sullen, or irritable. 01 02 03
S71.  Has a very strong temper or loses it easily. 01 02 03
S72.  Is unhappy, sad or depressed. 01 02 03
s73. IS withdrawn, does not get involved with 01 02 03
others.
S74.  Breaks things on purpose, deliberately 01 02 03
destroys (his/herg own or others® things.
S75.  Clings to adults. 01 02 03
S76.  Cries too much. 01 02 03
S7/7. Demands a lot of attention. 01 02 03
S78.  Is too dependent on others. 01 02 03
S79.  Feels others are out to get (him/her) 01 02 03
$80. Hangs around with kids who get into trouble. 01 02 03
S8l1. Is secretive, keepsthingsto 01 02 03
(himself/herself).
S82.  Worries too much. 01 02 03

NOTE: ESTI ONS s1.b-850 AND_§51.b-882 ARE ADAPTED FROM THE
981 NH18 CHI LD HEALTH SUPPLEMENT.
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T. INCOME SUPPORT

Suppl enental  Security | ncone

(S) T1. a. Do you (Does PERSON) receive any SSI (Supplemental Security
Incone) paynents fromthe U S. Governnent7

*YES. .o 01

NO . . . . . . . .00 (SKIP TO Q.12)
DONT KNOV . . . . . . . . . . . . ... .-1 (SKIP TO Q.T2)

(S) b. Do you (Does PERSON) have a representative payee? (Is soneone
el se's nane also on the check?)

*YES. . 01

.o 00

DON T KNOW  ciiiiiiinnneanns -1

Social Security

T2. a. Do you (Does PERSON) receive any Social Security paynents?

YES., .. . . .. 01
NO. . . . . ... . ... ... ......00{SKIPTOQ.13)
DON T KNOW  tiivriviennnnnens .-1 (SKIP TO Q.T3)
(s) bh. Do you (Does PERSON) have a representative payee? (ls someone
el se's name al so on the check?)
*YES... .. . . . . . .. . ... ... .0
NO. . . . . . . 0 0
DONT KNOV. . . . v v v v v v v e v v e 1
DRAFT - MODT T.1
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(S) c. Wat is the reason you are (PERSON is) getting Social Security7

C RCLE ONE
RETIRED. . . . . . . . . . . . . . . ... .01 (SKIP TO q.T2.
DISABLED . . . . ¢ ¢« v v v v v v v o v v e 02
WDONED OR SURVIVINGCHLD . . . . . . . . . 03 (SKIP TO Q.T2.
SPQUSE OR DEPENDENT CHLD. . . . « « « .« . . 04 (SKIP TO Q.T12.
*ADULT DI SABLED IN CHILDHOOD. . . . « « « « . 05 (SKIP TO Q.T2.
OTHER (SPECIFY). « « v v v v v v v v v v W 06 (SKIP TO Q.T2.
DONTKNOW. . . . . . . . . .. .. ... .-1(SKIP TO Q.13)
(s) d. At what age did you (PERSON) begin receiving Social Security
because of your (his/her) disability7
||} YEARS QLD
DON T KNOW ..... -1 => PROBE: WAs it before you were
(he/she was) 22 years
ol d?
*YES 0 ... .01
DON' T KNOW ... .-1
e. Sonetines people get Social Security for nmore than one reason.
I's there another reason you are (PERSON is) receiving Social
Security?
YES. . . . . ... ... ... .. 01
NO . . .................. .0CO(SKIPTOQ.m3)
DONT KNOW . . . . o o o -1 (SKIP TO Q.T3)
DRAFT - MODT T.2
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(S)

(s)

f.  What is the other reason you are (PERSON is) getting Soci al

Security?
CGROE ONE
RETIRED. . . . . . . . . . . . . . . . . . .01 (SKIP TO q.13)
DI SABLED e .02
WDOMED OR SURVIVING CHLD . . . . . . . .. 03 (SKIP TO Q.73)
SPOUSE OR DEPENDENT CHILD. . . . « . + .« . . 04 (SKIP TO Q.73)
*ADULT DI SABLED I N CH LDHOOD. ....... .05 (SKIP TO Q.13)
OTHER  (SPECIFY).  iverierennn. .06 (SKIP TO Q.T3)
DON T KNOW  ciiiiiiiieiennns .-1 (SKIP TO Q.T3)

g. At what age did you (PERSON) begin receiving Social Security
because of your (his/her) disability?

|11 YEARS QLD

DON' T KNOW.... .-1 => PROBE: Was it before you were
‘(he/she was) 22 years

ol d?

*YES .. o 0 0 o o 01
NO. .. .00
DON T KNOW -1
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Medi car e

T3. a. Medicare is a health insurance program for disabled persons and
persons 65 or older. People covered by Medicare have a card that
| ooks like this (SHON CARD). Are you (Is PERSON) covered by

Medi care?
YES. . . . . . . . ... .. . . . . .. ..01
NO. . . . . . . . . . . . ... ... .. .00(SKIP TO Q.T4)
DONTKNOW. . . . . . . . . .. ... .. .-1(SKIPTO Q.14)

bh. My | see your (PERSON' S) Medicare card to record the claim
nunber and type of coverage?

daim Nunber

Type of Coverage

Refused. ..o, .-3

Card not available ..........., .-5

(ASK:  May | call you back when you have the
card avail abl e7 ger PHONE NUVBER AND
SCHEDULE DATE AND TIME TO CALL.)

PHONE NUMBER

DATE AND TI ME

c. Medicare has an optional feature which costs extra and hel ps pay
for doctor bills. Does your (PERSON S) Medicare-help pay for
doctor bills?

YES. . . . . . 01

NO . . . . . 0o

DON'T ENOW « + + v v v v v e o v o o v u 1
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Medi cai d

T4, a. Are you (I's PERSON) covered by (USE LOCAL NAME FOR MEDI CAI D) or
anot her public assistance program that pays for nedical care?

YES. . . . ..o .01

Food stamps

T5. a. INTERVIEWER: |S PERSON AGE 18 OR OLDER?
YES. . . . .. . .01
NO . ... ... .00(SKIP TO Q.T5.c)

b. Are you (Is PERSON) authorized to receive food stanps? (An
authorized person is the one whose name appears on a
certification card.)

YES. i .01 (SKIP TO Q.T6.a)
NO. . . . . . . o 00
DONTERNOW. . . . . . . . . ... ... ..-1(SKIP TOQ.16.8)

c. Are you (Is PERSON) covered under soneone else's food stanp
all otment? (Does soneone el se in the house get food stanps to
hel p buy food for you?)

YES, v v v v e e e e e e e e e e e e .01



Qther Public Assistance

.AJ"‘
T6. a. INTERVIEWER: |S PERSON AGE 18 OR OLDER?
YES. . . . . . . .01
NO. . ... . .. .00 (SKIP TO Q.T6.d)

b. (Qher than what we have already nentioned), do you (does PERSON)
receive any (other) welfare such as AFDC or Ceneral Assistance?

YES. . . ... 0 1

NO . . . . . . .00 (SKIP TO Q.T6.d)

DON T KNOWV  ceviiviiinnnnnns .-1 (SKIP TO Q.T6.d)
C. Wiat types of welfare do you (does PERSON) receive?

CRCLE ALL THAT APPLY

AFDC. . . . . . ..o .01 (SKIP TO NEXT SECTION)
General Assistance . . . . . . . . . . . .02 (SKIP TO NEXT SECTION)
DONTKNOW . . . . . . . . . . . . .. .-1(SKIP TO NEXT SECTIQON)

d. Are you (Is PERSON) covered under soneone else's wel fare paynent
such as AFDC or Ceneral Assistance?

YES. . o 01
NO. . . o o, .00 (SKIP TO NEXT SECTI ON)
DON T KNOW v -1 (SKIP TO NEXT SECTION)

e. What kind of welfare does this other person receive?
|

Cener al Assi stance @ ..iiieinens [ ]



U. FACILITIES MODULE: FORMAL STAFF SUPPORT

INTERVIEWER: |S TH S RESI DENCE CODED IN Q.A5 AS:

02 GROUP HOME

03 HALFWAY HOUSE

04 PERSONAL CARE/ BOARD AND CARE/ BOARDI NG HOVE
05 DEVELOPMENTAL CENTER

06 OTHER GROUP RESI DENCE/ FACI LI TY?

YES. . . . . . . . . .01

NO. . . . .. ... .00 (SKIP TO NEXT MODULE)

Ul. Wiich one of these categories pest describes the ownership of this

(FACILITY/ HOVE). . .
CORAE ONE

For profit (an individual, partnership,

or corporation)  ciiieeieaanns .01
Private nonprofit (religious group,

nonprofit corporation, etc.). . . . . . . . 02
CGty/ County government. . . . [ 03
State governnment. . « . . ¢ . v e v e e 0. 04
Federal agency (SPECIFY). . . . . . . . .. .05
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U2. How many beds in_this (FACILITY HOVE) are regularly maintained for
resi dents? Please include al|l beds staffed and set up for residents.
Do not include beds used by staff or owners, or beds used only for
day care patients or for energency care.
# BEDS
u3. Does this (FACILITYUNNT) primarily or exclusively serve any of the
foll owing groups of persons...
Cl RCLE ONE
Deaf ... ... ... ... . ... ..... 0 1
Blind.................... 0 2
Mentally ill only « . o v o v o v v v o v L 03
Mentally ill and deaf . . . . . . . . . o .. 04
Mental |y retarded or devel opnent al
disabledonly . « .« « v v v v o v oo 05
Mentally ill and mentally retarded. . . . . . 06
O her neurol ogically or physically
handicapped . . « . « « v . o ¢ o o oo 07
Ceriatric (elderly or aged) . . . . . . . . .08
Sone other special group (SPECIFY). . ... .00
Does not serve one group pri marlly
or exclusively. . . . . . N
DON T RNOW. o oot vvvvnnnnnns - -1
DRAFT - MODU u. 2
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u3. a. Wiich one of these categories best describes this
(FACLITY HOEHUNIT). ..

CRAE ONE
State institution for mentally
retarded/ devel opmental ly disabled . .. .. 01
Foster hone for nentally retarded/DD.. . . .02

G oup residence for nentally retarded/DD.. .03

Seni - i ndependent |iving program for

nmental |y retarded/DD...ccevennn .04
Sone other kind of place for mentally
retarded/DD ( SPECI FY) PN .05
Sone other kind of place (SPECIFY). .....06
DON T KNON  tiiiiiieeeeennns -1
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ud. In addition to room and board, does this (FAC LITY/ HOVE/ UNT)
routinely provide...

CIRCLE ALL THAT APPLY

Nursing or nedical care?. ......... .01
Supervision over residents who

adm ni ster their own nedications? .... .02
Hel p with bat hi ng?. ..., ..., .03
Hel p W th dressing?  ..oiiiiienn .04
Hel p with correspondence or shopping? . . . .05
Hel p with wal king or getting about? .... .06
Hel p with eating7  c.ieieeen.... .07

Hel p with conmunication (such as hearing, -
speaking, sign |language, or witing)? ...08

Education or training programs7 . . . . . . .09

QG her regular progranms or activities? . . . .10

US. Does this (FACILITY HOVE UNIT) provide 24-hour-a-day, seven-day-a-
week supervision of its residents7

YES. . . . . . 01

NO. . . . . . 00

DON' T KNOW 1
Ue. How many of the (INSERT # FROM Q.U2) beds in this (FACILITY/

HOVE/ UNIT) are licensed by the state health department or other
responsi bl e state agency7

# BEDS
(I'F "NONE," ENTER "0" AND SKIP TO Q.us)
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u7. By which agencies are they |icensed?

G RCLE ALL THAT APPLY

AGENCY FOR THE MENTALLY RETARDED/

DEVELOPMENTALLY DISABLED. . . . . . . . . . 01

SOCIAL SERVICES . . . « v v v v v v v v v v . 02

HEALTH DEPARTMENT . . . . . . . . . . . .. .03

OTHER (SPECIFY) . . . . . o . o v o v o v .. 00

DON T KNOW ittt i iiiinnem 1
us. I's this (FACILITY HOME UNIT) accredited?

YES « v v v it e i e e e e e e e e e e 01l

NO. . ..o R .00 (SKIP TO Q.u10)

DONTKNOW . . . . v v v v v v s v v e e .-1 (SKIP TO q.u10)
us9. By which organization is it accredited?

CRCLE ALL THAT APPLY

JCAH (JO NT COW TTEE OF ACCREDI TATI ON
CF HCSPI TALS.  coeeviieenees. .01

ACVRDD (ACCREDI TATION COUNCIL ON MENTALLY
RETARDED AND DEVELOPMENTALLY DI SABLED). . .02

CARF (COMM SSI ON ON ACCREDI TATI ON OF

REHABI LI TATION FACILITIES).  ....... .03
OTHER (SPECIFY) . . . o o oo i e 00
DON T KNOW — evvnnen.. e -1
DRAFT - MODU U5
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Ul10. Does the (FACILITY HOVE/ UNIT) have any beds certified by Medicaid
as ICF-MR (that is, Intermediate Care Facility for the Mentally
Ret arded) beds?

YES . . . e .01
NO. . . . . . . . . . . . ... ... ... .00(SKIP TOQ.t12)
DONTKNOW . . . . . . . . . . ... ... .-1(SKIPTO qQ.u12)

Ull. How many beds are certified under Medicaid as |CF M beds?

# BEDS

ul2. Does this (FACI LITY HOVE/ UNIT) have any beds certified by Medicaid as
ICF (that is, Intermediate Care Facility) beds, excluding | CF-MR

beds?
YES. ...... . . . R R ) §
NO . . . . . . . ... ... ... .....0(SKIP TO q.u14)
DON T KNOW  eeiiiiinnens -~ .-1 (SKIP TO q.u14)
DRAFT - MODU U. 6
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ul3. How many beds are certified under Medicaid as |ICF beds, excluding
ICF-MR beds?
# BEDS
uls4. Does this (FACILITY/ HOVE/ UNIT) have any beds certified by Medicaid as
SNF (that is, Skilled Nursing Facility) beds?
YES. . . . .. 01
NO ... ..o ... ... .00 (SKIP TO q.u1s)
DON T KNOW  ciiviiiiiinennns .-1 (SKIP TO q.u16)
Ul5. How many beds are certified under Medicaid as SNF beds?
# BEDS
UL6. Does this (FACILITY HOVE/ UNIT) have any beds certified by Medicare as
SNF beds?
YES. . . . ..o 0 1
NO. . .. VoL .00 (SKIP TO Q.U18)
DONTKNOW v & v v v v v v v v e v e s -1 (SKIP TO qQ.u18)
ul?. How many beds are certified under Medicare?
# BEDS
DRAFT - MODU u. 7
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U18. Wiat type of physician services are available in this (FACLITY/

HOVE/ UNI T) 2
CLRCLE ONE

PHYSI CIAN(S) ON THE PREM SES AT

ALL TIMES . . . . . ¢ ¢« ¢ ¢ o « o o o« o o & 01
PHYSI CIAN(S) ON THE PREM SES AT

ALL TIMES DURI NG THE DAYTI ME

HOURS EVERY WEEKDAY, AND ON- CALL

ON WEEKENDS AND AT OTHER TIMES. . . . . . .02
PHYSI CIAN(S) ON THE PREM SES AT

SCHEDULED TI'MES NO LESS THAN

ONCE PER MONTH AND ONCALL THE

REMMNDER OF THE TIME . . . . . . . . . . .03
PHYSI CI AN(S) AVAILABLE ONLY ON-CALL . . . . .04
OTHER (SPECIFY) . . . . . . . . . . .....00

U19. Does this (FACLITY HOVEf UNIT) have a waiting list of persons to be
admtted when a bed becones avail abl e7

YES . L,
NG ... oo, .00 (SKIP TO Q.u23)
DONT KNON v v o e e e e e e e e e " .-1 (SKIP TO q.U23)

U20. Is the waiting list for this (FACILITY HOWE UNIT) only, or for other
(FACILITIESSHOVESIUNITS) as well?

TH S PLACE ONLY eviiiiiiieen .01

OTHERS AS VWELL. ..ol .02

DONTKNOW . . . . . . . . . . . . . ... .-1
DRAFT - MODU U8
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u21. How nmany people are on this waiting list?

# PECPLE
DONT KNOW . . . . . ... .o

u22. Are any services provided to people on this waiting list?
B P o}
NO. .....................0 0
DONTKNON & . v v v v v v v v e e v v e w1

U23. Next, I'd like to know about the numbers of paid or contracted staff
who work here. Tell ne how many full-tinme and how many part-tine
staff nmenbers of each type work at this (FACLITY HOWEUNT). If you
prefer, you may answer in full-time equivalents

FULL-TIME PART-TIME OR, FTE
a. Physicians, including residents and interns? .. # __ #_ b
b. Registered nurses (RNs)?..... PN #_ $#__ #_
c. Licensed practical or vocational nurses
(LPNs, LVNS)?. . . . . . . .. L L. $_ #_ #_
d. Nurses®™ aides/orderlies? .....c.cev.0. # #__ #_
e. Physical therapists? ...ceeveeeneee # #_ #_
f. Occupational therapists? .ieceveveces #_ $__ #_
g. PsychologiStsS? sv ¢ ¢ o o ¢ o ¢ 0 0 0o 06 oo # __ ¢ #_
h. Social workers?. « « ¢« ¢ o v ¢ ¢ v 6o 0 e 0o s oo # #__ |
i. Speech or language pathologists? .. ... ... #__ #__ .
Jo AUdTONOQISES?. 4v o ¢ o o ¢ s s ¢ s o c e #_ #_ #_
k. Recreation/activities staff? .......... # __ #__ $_
1. Teachers certified/licensed by the state?. . . . # _ #_ #_
m. All other care staff?. ............. $_ #___ #_
DRAFT - MODU U.9
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u24. | amalso interested in |earning about persons who provide services
on a voluntary basis at |east once a week here--that is, they are not
paid to provide services. Do you have any such regular vol unteers?7

YES. . . . . . . . . . . . . . ..01

N . . . o o o . . . . . . . . .00 (SKIP TO NEXT MODULE)

DON T KNOW ..oiiiines .-1 (SKIP TO NEXT MODULE)
U25. Approxi mately how many hours during a typical week do volunteers

presently spend at this (FACILITY/ HOVE/ UNIT)?

# VOLUNTEERS

DRAFT - MODU U.10
MRDD- U. QUE  ( QUE) 2/28/90 - 10:15 am



V. INTERVIEWER OBSERVATIONS

V1. TYPE OF HOUSING UN T/ STRUCTURE
DETACHED HQUSE . . . . . . . . . . . . . .01
DUPLEX OR ROWHOUSE. . . . . . . . . .. .02
APARTMENT BUILDING . . . . . . . . . .. .03
MBILE HOME OR TRAILER . . . . . . . .. .04
V2. NUMBER OF BEDROOVS .
DONT RNOW . . . . . . . . . . . .. ...-1
|'S THERE A SEPARATE BEDRCOM FOR EACH PERSON?
YES.. . . . . . ... .01
NO . & v v o e s e e e e e e e e e 00
DON' T RNOW . . . . . . . . . . . . . .. 1
V3. NUMBER OF PUBLI C ROOMS TR .
DON T kwow . . . . . . . . . .. ... ..-1
PURPOSE OF PUBLI C ROOVB
DONTRNOW . . . . . . . . . . . ... ..-1
DRAFT - MODV v. |

VRDD- V. QUE (QUE)
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3 HEALTH SAFETY PROBLEMS

LOOSE OR SHAKY STAIRS .
BROKEN W NDOW6.

LACK OF SECURE LOCKS ON EXTERI OR DOCR .

UNSAFE HEATI NG
UNSAFE LI GHTI NG BARE W RES.

ACCUMULATI ON OF TRASH IN OR ARCUND
RESI DENCE . Coe

RATS/ M CE OR THEI R DROPPI NGS.
STRONG ODOR OF EXCREMENT.

| NSI DE FLOODI NG OR STANDI NG WWATER .
BUGS/ | NSECTS.

OTHER (SPECIFY) .

01
01
01
01
01

01
01
01
01
01
01

VS. EXTERI OR OF RESI DENCE:

DRAFT - MODV
VRDD- V. QUE ( QUE)

DI STINCTLY DI FFERENT FROM REST OF
NEI GHBORHOCD- - NUMBER  OF EXTERNAL
S| GNS/ FEATURES THAT RESI DENCE 1S
A "GROUP HOME" . Co . .

M NI MALLY DI FFERENT FROM REST OF
NEI GHBORHOCD . oo . .

NOT DI STINCTLY DI FFERENT; LOOKS LI KE
REST OF NEI GHBORHOOD . . o

NOT APPLI CABLE- - RESI DENCE 1S ON CAMPUS

OF A LARCGE, CONGREGATE FACILITY.
DON' T KNOW .

.01

.02

.03

.04

00

00

00

00

00

00

00

00

00

00

2-27-90



V6. VWHAT OTHER TYPES OF BUILDINGS ARE IN THE NEI GHBORHOODY

SING.E FAM LY HOMVES.
MULTI PLE HOUSEHOLD UNI'TS .

M XED SINGLE AND MULTI PLE
HOUSEHOLD UNITS. . . . . « « « v v v o

PREDOM NANTLY STORES . . . . . . . . . .
FACTORIES AND LARGE BUSINESSES . . . . .
CAWPUS BULDINGS . . . . . . . . .. ..

LOCATED ON GROUNDS OF AN | NSTI TUTI ON
OR CENTER . . . . . . . . . . . . ..

OTHER (SPECIFY). . . . . . . . . . . ..

.01

.02

.06

.07

.08

DON T RNOW .

V7. PRI MARY RESPONDENT

| NDI VI DUAL  SAMPLE MEMBER .
PROXY ( SPECI FY RELATIONSHI P) .

. W01

.02

(END)

V.8 WAS | NDI VIDUAL SAMPLE MEMBER PRESENT DURING THE | NTERVI EWP

DRAFT - MODV
VRDD- V. QUE ( QUE)

.00



V.9 DI D I NDI VI DUAL SAMPLE MEMBER PARTI Cl PATE (PROVI DE | NFCRVATION) |N THE

| NTERVI EW

DRAFT - MODV
NRDD- V. QUE ( QUE)

ANSVERED VERY FEW OR NONE OF
THE QUESTI ONS. .

ANSVERED FEWER THAN HALF THE QUESTI ONS .

ANSWERED ABQUT HALF THE QUESTI ONS.
ANSVWERED MORE THAN HALF THE QUESTI ONS.

.01

.02

.03

.04

2-27-90



